Primary healthcare interventions for people with intellectual disability by Byrne, Jacqueline
 1 
 
 
 
Primary healthcare interventions for people with intellectual disability 
Jacqueline Heidi Byrne 
BA, BSc, Hons I. 
 
 
 
 
 
 
 
 
 
A thesis submitted for the degree of Master of Philosophy at 
The University of Queensland in 2016 
 School of Public Health 
  
  
  
  
 2 
Abstract 
 Background  
People with intellectual disability, approximately 3% of the population, experience poorer 
health outcomes and a shorter life expectancy than people without disability. There are 
multiple factors that interact and impact on health status and one of these is healthcare. 
High quality healthcare can improve population health; however, people with intellectual 
disability experience deficits in healthcare. Poor health outcomes and inadequate 
healthcare are unjust and unnecessary and every effort should be made to improve the 
healthcare and health status of people with intellectual disability.  
Aim 
The aim of this study was to identify and explore primary healthcare interventions and 
their use, as a first step to improve healthcare and health outcomes for people with 
intellectual disability.  
Methods and results 
A systematic review with meta-analysis was conducted to identify primary healthcare 
interventions targeting several health actions, e.g., blood pressure measurement and vision 
testing, for people with intellectual disability. The meta-analysis identified ‘health 
assessments’ significantly increase the number of health actions, which is suggestive of 
improved healthcare and potentially long-term improvements in health.  
The comprehensive health assessment program (the CHAP) is an Australian health 
assessment, which was identified through the systematic review. Several randomised 
control trails have been conducted in Australia using the CHAP and research suggests this 
health assessment increases health actions in people with ID. Although never formally 
assessed, it had been suggested that the effectiveness of the CHAP was underreported in 
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the initial trails, due to the research methodology employed. A study was therefore 
undertaken to assess whether this speculation was correct, and to further understand the 
outcomes and potential benefits resulting from the CHAP. Data were collected from three 
randomised controlled trials investigating the impact of health assessments on health 
actions. Health action data, as recorded in health assessment booklets, were compared to 
health action data recorded in GPs’ records. When data were drawn from the CHAP 
booklets, health assessments were shown to increase health actions in people with 
intellectual disability to a significantly greater extent than previously demonstrated. This 
also indicates health assessments improve documentation and recording in a population 
where this is often insufficient.  
The first two studies support health assessment use in the healthcare of people with 
intellectual disability. Interestingly, very few people with intellectual disability have had a 
health assessment, regardless of the benefits. Health assessment use in different 
populations was explored to better understand health assessment use in Australia. Health 
assessment uptake and barriers to uptake were identified and discussed in relation to 
people with intellectual disability. To conclude, multi-level recommendations were made 
to reduce these barriers including, incorporating health assessments into the disability and 
health system to a greater extent, compiling a registry of people with intellectual disability 
and sending health assessment invitations and call-back letters to these individuals, 
introducing a more consistent healthcare team for people with intellectual disability and 
improving education and training.  
Conclusion 
This thesis identifies health assessments as a potential intervention to improve healthcare 
and health outcomes experienced by people with intellectual disability. Recommendations 
have been made to address the barriers to health assessment uptake in people with 
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intellectual disability, and these should be implemented as a first step towards improving 
healthcare and health outcomes in this vulnerable population. Further research is 
recommended to explore real-world implementation and use of health assessments in 
primary care. Qualitative research may be useful and this could include investigating 
perceived health assessment pros’ and cons,’ and accessibility difficulties. The impact of 
health assessments on long-term health outcomes should also be investigated e.g., can 
health assessments reduce hospitalisation rate and premature mortality. This research is of 
particular importance given the current political climate in Australia, and the aims of this 
thesis map onto current social and political directions and priorities. These thesis findings 
are consistent with Australian government reports on this topic, and thus outcomes and 
recommendations can be used to inform multi-level changes to advance the health and 
healthcare of people with intellectual disability. 
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Glossary 
Key terms and phrases, which will be used in this thesis, will be defined here. 
Comorbidity: the presence of one or more disorders or diseases co-occurring with a 
primary disorder or disease (Kessler, 1995). This may include the presence of behavioural 
or mental disorders (Kessler, 1995). 
Diagnostic overshadowing: when clinicians attribute the symptoms or behaviours of a 
person with intellectual disability, to their intellectual disability or underlying cognitive 
deficit, without considering the presence of other factors or comorbid disorders (Jones, 
Howard, & Thornicroft, 2008). For example, a clinician may attribute ‘challenging 
behaviour’ to an individual’s intellectual disability and overlook physical conditions that 
might be causing pain (Jones et al., 2008).  
Health: a state of complete physical, mental and social well-being, and not merely the 
absence of disease or infirmity (World Health Organization., 1946). Multiple factors 
including genetic, biomedical, behavioural, socioeconomic and environmental factors all 
influence health (World Health Organization., 1946).  
Health actions: consist of any activity whose primary intent is to maintain or improve 
health (World Health Organization., 2015b). Health actions consist of clinical actions 
performed during a healthcare encounter, e.g., completion of a vision test, removal of 
earwax, measurement of blood pressure or cholesterol, or a vaccination. Being referred to 
a specialist (e.g., a Dietician or Physiotherapist), or the recommendation of a lifestyle 
change to reduce risk factors, will also be termed a health action for the purpose of this 
thesis. 
Health assessments, also known as health checks: provide a structured framework to 
undertake a full systems assessment of the health of vulnerable people, i.e., a health 
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assessment for people with intellectual disability (see Appendix 2; Lennox, Green, 
Diggens, & Ugoni, 2001). This intervention generally consists of a two-part booklet; part 
one, which is filled out by the person with intellectual disability and their caregiver is a 
thorough medical history. A healthcare practitioner will review this medical history 
section. Part two prompts the healthcare practitioner to undertake a full health review, 
investigating physical, social, and psychological functioning. A list of common conditions 
experienced by people with intellectual disability is also generally included in the back of 
a health assessment. Furthermore, an action plan can be completed at the end health 
assessment to address any health needs identified through the health assessment. The 
intervention is usually implemented in primary care; however, health assessments also 
target big-picture primary healthcare ideals.  
Health inequities: are the differences in the distribution of health determinants or health 
outcomes between different population groups (Braveman & Gruskin, 2003). Health 
differences are inequitable when they are determined to be unnecessary, unjust, unfair or 
avoidable. For example, if healthcare is capable of preventing or improving health 
outcomes, but is not provided to a specific population (i.e., people with intellectual 
disability), then poor health outcomes (e.g., a shorter life expectancy) could be considered 
to be a health inequity (Whitehead, 1992). 
Intellectual disability: is a deficit in intellectual functioning and adaptive behaviour, 
which impacts on a number of core functioning domains including social, conceptual and 
practical. Critical components include verbal comprehension, working memory, 
perceptual reasoning and cognitive efficacy (American Psychiatric Association, 2013b; 
World Health Organization., 2014). The onset of intellectual disability is within the 
developmental period (American Psychiatric Association, 2013b; World Health 
Organization., 2014). 
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People first language: is in recognition that disability does not define the person, but it is 
only one aspect of them (World Health Organization & World Bank Group, 2011).  
 People first language puts the ‘person’ first, for example, ‘people with intellectual 
disability’ as opposed to ‘intellectually disabled people’ (World Health Organization & 
World Bank Group, 2011).  
Primary Care: is the entry point to the health system and describes the narrower concept 
of day-to-day healthcare. General practice (i.e., the family doctor or general practitioner), 
and some nursing and allied primary care providers make up primary care (Keleher, 
2001). In primary care, the focus is on early diagnosis and timely, effective treatment with 
the potential to refer patients to additional (secondary or tertiary) services (Ham, 2000).  
Primary care provider: is a health care practitioner, usually a general practitioner (GP). A 
primary care provider may also be a physician’s assistant or a nurse practitioner 
(MedicineNet., 2015). A primary care provider delivers primary care and acts as a 
gatekeeper to other medical services (MedicineNet., 2015). 
Primary healthcare: is a public health approach, which was derived from the social model 
of health (World Health Organization., 1978). It is a broad term describing care provided 
by health services and systems, which includes all areas that play a role in health (World 
Health Organization., 1978). These areas include individual health, health inequities, 
access to health services, health promotion, illness prevention, treatment and care of the 
sick, rehabilitation, advocacy, social and environmental causes of disease (determinants of 
health), community development and inter-sectoral action (Australian Primary Healthcare 
Research Institute (APHCRI). 2009). Primary healthcare extends much more broadly and 
with different intent to primary care (Keleher, 2001). 
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CHAPTER ONE  
Review of intellectual disability and the health and healthcare experiences of this 
population in developed nations 
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1.0 Overview 
People with disability often experience systemic disadvantage and poor outcomes in a 
number of areas, including health and healthcare (Marmot, Friel, Bell, Houweling, & 
Taylor, 2008; Ouellette-Kuntz, 2005). The Convention on the Rights of Persons with 
Disabilities (CRPD) is an overarching convention, which aims to promote, protect and 
ensure the full and equal enjoyment of all human rights and fundamental freedoms by 
people with disability (United Nations, 2006). All people, with or without disability, 
should be able to participate in life, at home and in the community, access the same 
facilities and services, and have the right to the enjoyment of the highest attainable 
standard of health and healthcare (United Nations, 2006). The Australian Government 
ratified this Convention, formalising their commitment to improving outcomes for people 
with disability (Australian Government, 2008b).  
 
The United Nations Human Development Report, released in 2013, ranked Australia as 
the second best country in the world to live in, based on health and longevity, income and 
education, and personal security (United Nations Development Programme, 2013). 
Contrary to this Report, Australians with disability experience inequities in many aspects 
of their lives and they have sub-standard outcomes on many indicators (Productivity 
Commission, 2011). Australia spends approximately 50% less on disability-related 
expenditure (per share of GDP), compared to other countries with a high standard of 
living, for example, Denmark, Sweden, Norway and the United Kingdom (UK)(OECD, 
2010; Productivity Commission, 2011). Australians with intellectual disability, a subset of 
Australians with disability, are more likely to be unemployed, live in or near poverty, 
have poorer health outcomes, high rates of comorbidity and reduced life expectancy 
compared to the general population (ABS, 21012; AIHW 2015; Beange, Mcelduff, & 
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Baker, 1995; OECD, 2010). Compounding these inequities, Australians with intellectual 
disability are more likely to experience barriers to high-quality healthcare (APHCRI, 
2009; Victorian Health Promotion Foundation, 2012).  
 
This introductory Chapter will describe the current literature on 
 (1) the history of intellectual disability, including changes to conceptualisation and 
understanding of intellectual disability, leading to the latest models and understanding of 
intellectual disability today,  
(2) the health outcomes and health inequities experienced by people with intellectual 
disability, and 
(3) the healthcare and barriers to healthcare experienced by this population. 
 
This literature review will provide a comprehensive background to inform the three 
Thesis studies. These studies will explore primary healthcare interventions intended to 
increase health actions and the extent to which these health interventions are used in this 
population. This is a first step towards improving healthcare and health outcomes for 
people with intellectual disability. 
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1.1 Intellectual disability terminology and disorder characteristics 
‘Intellectual disability’ (intellectual developmental disorder) is currently the most widely 
accepted term amongst professionals and professional organisations (academic, medical 
and educational)(Carulla, Reed, Vaez-Azizi, Cooper, Leal, Bertilli, et al., 2011; 
International Association for the Scientific Study of Intellectual and Developmental 
Disability (IASSID). 2002; World Health Organization., 2014). This term is consistent 
with terminology in the latest edition of the Diagnostic and Statistical Manual of Mental 
Disorders (DSM-5), and the proposed, but not yet released, World Health Organization’s 
International Classification of Diseases-11 (ICD-11) (American Psychiatric Association, 
2013b; Carulla et al., 2011; International Association for the Scientific Study of 
Intellectual and Developmental Disability (IASSID). 2002; World Health Organization., 
2014). The parenthetical name “intellectual developmental disorder” reflects that deficits 
begin in the developmental period.  
 
‘Intellectual disability’ is also widely accepted by advocacy groups and the lay public, and 
therefore, this term will be used throughout this thesis (Carulla, Reed, Vaez-Azizi, 
Cooper, Leal, Bertilli, et al., 2011; International Association for the Scientific Study of 
Intellectual and Developmental Disability (IASSID). 2002; World Health Organization., 
2014). Intellectual disability has also been referred to as ‘learning disability’ (in the UK), 
and ‘mental retardation/handicap’ (in the USA and worldwide); however, due changes in 
the conceptualisation and understanding of intellectual disability, and the stigma 
associated with some of these terms, these are now less commonly used (Harris, 2013).  
 
The phrase ‘people with intellectual disability’ is generally accepted in the disability 
community as it is consistent with ‘people first language.’ People first language 
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recognises that the disability does not define the person, but is only one aspect of them 
(World Health Organization & World Bank Group, 2011). To improve the flow and 
readability of this thesis, the shortened, ‘ID’ (intellectual disability) and ‘people with ID’ 
(people with intellectual disability) will be used. 
 
The DSM-V is the latest and most commonly used manual to diagnose ID and the 
diagnostic criteria are outlined here (See Text box 1). 
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Text box 1. DSM-V Disorder characteristics of intellectual disability (intellectual 
developmental disorder) 
A person with intellectual disability has impairments in both general mental abilities and 
adaptive functioning. Symptoms must begin during the developmental period and severity is 
diagnosed by assessing adaptive functioning (not IQ). Intellectual disability is considered to 
be chronic and often co-occurs with other conditions.  
Three domains, which determine how well the individual copes with everyday tasks, have 
been suggested to be effected in people with intellectual disability:  
 The conceptual domain e.g., skills in language, reading, writing, math, reasoning, 
knowledge, and memory.  
 The social domain e.g., empathy, social judgment, interpersonal communication 
skills, the ability to make and retain friendships, and similar capacities.  
 The practical domain e.g., self-management in areas such as personal care, organizing 
school and work tasks, job responsibilities, money management, and recreation.  
The DMS-V definition appears to be broadly aligned to the proposed, but not yet official, 
ICD-11 definition. 
(American Psychiatric Association, 2013b) 
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1.2 Aetiology of ID 
The aetiology or cause of ID varies greatly and in two-thirds of all cases, it remains 
unknown; however, most broadly, ID can result from anything that interferes with normal 
brain development and functioning (Katz & Lazcano-Ponce, 2008). A diagnosis of ID can 
mean an array of different disorders, resulting in differing levels of disability. Types of ID 
include Down syndrome, Cerebral Palsy, Rett syndrome, Angelman syndrome, Prader-
Willi syndrome and fragile X syndrome (American Psychiatric Association, 2013b).  
 
Specific causes for ID can be determined in approximately one-third of all cases, and the 
aetiology may be 
(i) prenatal e.g. chromosomal and genetic disorders, congenital infections, or toxins. 
Chromosomal and genetic factors have been implicated in Down syndrome, Prada-Willi 
syndrome and fragile X syndrome, and fetal alcohol syndrome is being increasingly 
implicated in ID (Streissguth, Aase, Clarren, Randels, LaDue & Smith, 1991); 
(ii) perinatal e.g. malnutrition, hypoxic-ischaemic injury, or prematurity. Prematurity is 
the largest risk factor for cerebral palsy; however, the actual cause of cerebral palsy is not 
well understood; or  
(iii) postnatal e.g., meningitis or traumatic brain injury which occurs early in life. Illness 
or injury can cause non-specific ID (Katz & Lazcano-Ponce, 2008). 
 
Because the cause of ID is often unclear, and the experience of ID i.e., the disorder 
characteristics and level of disability, tends to be very unique and also varied across 
individuals, the conceptualisation of ID, i.e., what it means to have ID and how it should 
be understood and treated, has evolved over time. 
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1.3.1 Understanding ID: history 
This section contains a brief description of the history of ID, including models to 
understand ID and how these models have influenced the treatment and care of people 
with ID. It is useful to understand the history and these models as this has influenced (i) 
current definitions of ID, and thus estimates of prevalence, (ii) society’s perception of 
people with ID, and consequently their inclusion, and (iii) the care and treatment of this 
group, and thus their healthcare and health outcomes in todays’ society.  
 
Prior to adoption of the DSM-V, ID was traditionally described and understood in many 
disciplines using a ‘medical model’ and severity was diagnosed solely on Intelligence 
Quotient (IQ) score (American Psychiatric Association, 2013a). Traditionally, mild ID 
was defined as someone with an IQ score between 50 and 69, moderate as 35 and 49, and 
severe or profound ID as less than 35. The medical model offers standardised 
terminology, formulations and explanations in accordance with scientific method, and 
thus information can be understood and handled in a comparable way by similarly trained 
people (e.g., primary care providers)(Zigmond, 2012). The medical model has, however, 
been criticised for focusing on intellectual impairments, with little or no recognition of 
how other factors, e.g., environmental or societal factors, may impact on disability 
(Zigmond, 2012).  
 
Historically, many people with ID lived supported by family at home (Bigby, 1995), or in 
large, segregated, restrictive institutions or facilities, which were predominately staffed by 
healthcare practitioners (Fidler, Hayfrom-Benjamin, Swirt, Wilsonm, & Casson, 2001). 
The conceptualisation and care of people with ID was generally premised on the medical 
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model (Fidler et. al., 2001). In the 1960s, prompted by psychopharmacological 
developments, exposure of inhumane conditions (e.g. overcrowding, typhoid and 
dysentery), abuse in institutions, rising costs, and the increasingly vocal advocacy 
movement; deinstitutionalisation commenced (Barnes, Mercer, & Shakespeare, 1999; 
Cocks & Allen, 1996; Emerson & Hatton, 1996; European Intellectual Disability 
Research Network, 2003; Jones, 1972, 1993; Savy, 2005; Scull, 1977; Warner, 1989).  
 
Levels of institutionalisation and thus deinstitutionalisation varied among countries, and 
whilst the ‘physical act’ of deinstitutionalisation varied, this act was accompanied by large 
societal shifts in conceptualising and understanding ID, encouraging a move towards the 
inclusion of people with ID in society. International trends indicated people with ID 
moved of out of institutions and into smaller community-based services and supports 
(Warner, 1989). In Australia, comparatively few people with ID were physically 
institutionalised (McRobert, 1997); nonethless, deinstitutionalisation and the 
accompanying movement played a crucial turing point in disability discourse, towards 
acceptance and involvement in the community. This shift is still evident in legislation, 
national policy and in the current care and treatment of Australians with ID, (Barnes et al., 
1999; Cocks & Allen, 1996; Emerson & Hatton, 1996; Mechanic & Rochefort, 1992; 
Savy, 2005; Wolfensberger, 1972). This focus on acceptance and inclusion in society 
continues to influence the currently-evolving Australian disability system. 
 
From the 1970’s, the ‘social model’ of disability became greatly influential and this gave 
people a different lens through which to view ID. In this perspective shift, people moved 
away from focusing on impairments and towards considering external factors in the 
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creation of disability (Oliver, 1990; Zigmond, 2012). This has been greatly instrumental in 
our view of disability today. The social model of disability steps away from focusing on 
health and impairments, and describes ‘dis / ability’ as a more dynamic, sociocultural 
construct and process (Evans, 2004). The social model has been widely accepted in the 
disability community and has been increasingly influencing researchers, health 
professionals, stakeholders and decision-makers (Lang, 2001). Individual limitations, e.g., 
intellectual impairments, are only ‘dis / abling’ when society fails to take appropriate 
measures to accept and include people; for example, oppressive social attitudes and 
inhospitable physical environments, i.e., inaccessible buildings and/or unusable transport 
systems, create barriers to equal participation and lead to dis / ability (Chappell, Goodley, 
& Lawthom, 2001; Lang, 2001). This movement has had a profound impact on disability 
discourse, reframing how society views disability and ID, moving away from medical 
‘cure’ or ‘rehabilitation’ and towards pursuing strategies to target social change, barrier 
removal and inclusion (Oliver, 1990).  
 
One framework, which is an amalgamation of the two aforementioned models, the 
medical model and social model, is the International Classification of Functioning, 
Disability and Health (ICF) framework (Figure 1). This framework acknowledges the 
relevance of the body, health and disease (the medical model), but also the role of external 
factors in the creation of disability (the social model) (World Health Organization., 2001). 
This combined approach takes into account how health conditions, or impairments 
influence individual capacity, and then this health information can be enriched by 
exploring how other factors, i.e., the broader cultural and social milieu, can impact on 
general functioning, participation, and therefore level of disability (Carulla, Reed, Vaez-
Azizi, Cooper, Leal, Bertelli, et al., 2011; World Health Organization., 2001). The ICF 
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places an emphasis on function, rather than diagnosed condition or disorder, and disability 
is thus described to be a dynamic interaction between the body and health conditions, and 
other contextual factors (personal and environmental)(World Health Organization., 2001).  
 
 
 Figure 1. International Classification of Functioning, Disability and Health (ICF) 
 (World Health Organization., 2001) 
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Whether a health condition will result in disability is mediated by multiple factors and 
there is no clear linear relationship between a health condition and the level of disability 
(World Health Organization & World Bank Group, 2011). Two people with the same 
health condition can have different levels of disability, whereas others with the same level 
of disability may not have the same health condition (World Health Organization & 
World Bank Group, 2011). Changes to contextual factors, for example, the addition of 
appropriate supports to address needs, can increase capacity, functioning and 
participation, reducing the level of disability. For the purpose of this thesis, this model 
will be used to understand ID.  
 
1.3.2 Understanding ID: the 21st century 
The supports, services and healthcare provided to people with ID has also changed, 
alongside of the evolution in understanding ID. Many people with ID, worldwide and in 
Australia, now live in the community, either (i) alone, and largely independently, (ii) in 
‘share houses’ or family homes, where they cohabitate with housemates, friends and/or 
family, or (iii) in small supported community units, available in an individual or group 
setting, depending on the needs of the person with disability (Braddock, Emerson, Felce, 
& Stancliffe, 2001; CollegeGrad LLC., 2015). The majority of people with ID do still 
require assistance in day-to-day life (ABS, 2012). ‘Caregivers’ for people with ID can 
consist of friends, family members, volunteers, advocates or paid support workers. Most 
Australians with ID receive support from non-paid ‘informal caregivers,’ generally family 
members (ABS, 2012; NSW Ministry of Health, 2012). Depending on the support needs 
of the person with ID and the capacity of the caregiver/s, this caregiver relationship can be 
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largely rewarding; however, in some cases, it can result in emotional and physical distress 
and family disruption (NSW Ministry of Health, 2012).  
 
People with severe ID tend to be more heavily supported, living in staff-run community 
units or residences (Queensland Government., 2008). With the close of institutions and 
creation of smaller community units, the on-site medical practitioners that were found in 
institutions were replaced by more general residential support staff (Developmental 
Disability Unit., 2002). Typically, supported community units come with paid support 
staff, consisting of one or more disability support worker/s and a supervisor/team leader 
(Australian Government., 2011; Braddock et al., 2001; CollegeGrad LLC., 2015). Support 
staff may be at the residence anywhere from a few hours/week, up to 24-hours/day, and 
they play a pivotal role in general daily care (e.g., cooking, cleaning and transportation), 
and also the healthcare of people with ID (Taggart, Truesdale-Kennedy, & McIlfatrick, 
2011; The Centre for Developmental Disability Health Victoria, 2014). Many caregivers 
of people with ID have had limited specialised healthcare training (Taggart, et. al., 2011; 
The Centre for Developmental Disability Health Victoria, 2014). As people with ID 
moved into community-based supports, they were expected to access generic primary 
healthcare services, for example General Practitioners (GPs), who often also had little 
training and experience in the management of the health and well-being needs of people 
with ID (Australian Government., 2011; Braddock et al., 2001; CollegeGrad LLC., 2015; 
Developmental Disability Unit., 2002).  
 
Community living has increased community presence, family contact, social networks, 
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self-determination/choice, and quality of life, compared to institutionalisated living. 
However, there remains substantial evidence to indicate that community-life has reduced 
the accessibility and availability of specially trained and experienced ID medical and 
nursing practitioners e.g. ID psychiatrists, and registered and psychiatric nurses, 
specialising in ID (Developmental Disability Unit., 2002; Kozma, Mansell, & Beadle-
Brown, 2009; Lennox, Diggens, & Ugoni, 1997). This reduction in the number of 
specialised ID healthcare providers and over reliance on basic support staff may be to the 
detriment of the health of people with ID (Davis, 2016). 
 
With a larger community presence, people with ID have consequently experienced wide-
spread changes not only in accommodation and healthcare services, but also in broader 
social, environmental and systemic factors. Within the community, the environment is not 
always tailored to meet the needs of people with ID. Governments, including the 
Australian Government, have implemented additional services and resources to 
supplement general community supports, to assist people with disability to be more 
appropriately and actively involved in the community (Australian Government., 2015a). 
The Disability Service Act 2006 outlines who can be considered for access to additional 
support and services, and this is determined by the individuals’ citizenship and residency, 
their disability and their support needs (Australian Government., 2015a). When eligible, 
Australians with ID may be entitled to a disability support pension, at a maximum rate of 
$788.40/fortnight (Australian Government., 2015b). People with ID may also be able to 
access accommodation support (as described above), general community support, 
specialist disability support services, respite services, and a health liaison (Australian 
Government., 2015a). Whilst a health liaison is available through disability services, 
healthcare for people with ID is now obtained through generic healthcare providers within 
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the health system, opening up the potential for across system service coordination barriers 
(see healthcare barriers section below). Other general disability support may come in 
different forms, including but not exclusive to, (i) practical social support, company and 
reassurance of safety to help people access community activities, services and facilities, 
(ii) general communication support, (iii) personal care support, and (iv) domestic 
assistance, as necessary for the individual to carry out their activities of daily living 
(Australian Government., 2015a). These services vary between states and territories in 
Australia, and are provided by government and non-government organisations (NGOs) 
(Australian Government., 2015a).  
 
Regardless of these additional supports and services, people with ID still continue to 
experience multiple barriers in many aspects of their lives, most notably in healthcare. To 
address these short falls and reduce inequities, the Australian disability and health system 
have been under review, and changes are currently being rolled out, including 
implementation of the ‘National Disability Insurance Scheme’ (NDIS), which will be 
discussed in greater detail in Chapter 5. 
 
1.4 Prevalence of ID 
ID is a complex and heterogeneous array of individual disorders, which poses several 
challenges for measurement (World Health Organization & World Bank Group, 2011). 
Measurement is reliant on study design, data collection methods, diagnostic staff and 
diagnostic criteria (definitions, expectations of functioning, cut-offs for severity) and 
reporting source (World Health Organization & World Bank Group, 2011). Although 
determining the exact prevalence of ID is challenging, it is estimated that people with ID 
comprise between 1-3% of the world population, meaning approximately 60 million 
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people worldwide (International Association for the Scientific Study of Intellectual and 
Developmental Disability (IASSID). 2002; Maulik, Mascarenhas, Mathers, Dua, & 
Saxena, 2011). In Australia, it is estimated that people with ID constitute up to 3% of the 
population, or over half a million Australians (Australian Bureau of Statistics., 2012a; 
Australian Government, 2008a). ID is more common in males than females, and several 
studies report a male: female ratio of approximately 3:2 (Christianson et al., 2002; 
Leonard, Petterson, Bower, & Sanders, 2003; Wellesley, Hockey, & Stanley, 1992). Some 
research suggests ID is likely to be higher in certain ethnicities and in areas of poverty and 
deprivation (World Health Organization & World Bank Group, 2011).  
Higher rates of ID were associated with lower socio-economic status (SES) in a 
prevalence study conducted in Bangladesh (Islam, Durkin, & Zaman, 1993), and 
alternatively, low prevalence rates of mild ID in Norway were hypothesised to be a 
function of high SES (Stromme & Valvatne, 1998). Relatively little is known about the 
prevalence of ID in developing countries, although it appears that severe ID is higher in 
developing countries compared to developed countries (Durkin, 2002). Gender and SES 
were seen not only to contribute to the likelihood of experiencing ID, but also the 
likelihood of experiencing other adverse health outcomes (U.S. Department of Health & 
Human Services., 2015; World Health Organization., 2015a). 
 
1.5 Determinants of health  
Individual, social, environmental and systemic factors, including genetics, personal 
behaviours, education, income, residence, physical environment, social support networks, 
culture, health services and national policies all have considerable impacts on health (U.S. 
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Department of Health & Human Services., 2015; World Health Organization., 2015a). 
These are appropriately termed ‘determinants of health.’ In general, people who are more 
marginalised and in lower socio-economic positions, tend to have higher levels of illness, 
poorer health outcomes, premature mortality and are less able to access or benefit from 
healthcare (Baum, Be´gin, Houweling, & Taylor, 2009; Dahlgren & Whitehead, 2007; 
Marmot et al., 2008; Strauss, Shavelle, Anderson, & Baumeister, 1998; World Health 
Organization., 2015a). 
 
Many causes of ID increase the likelihood of having additional associated health problems 
(NSW Ministry of Health, 2012). People with ID may have increased individual risk 
factors, e.g. chromosomal or genetic abnormalities, or they may have experienced 
developmental adversities, including malnutrition, meningitis, hypoxic-ischaemic injury 
or prematurity, meaning congenital factors influence their health (Katz & Lazcano-Ponce, 
2008). People with ID also experience marginalisation (World Health Organization., 
2014). The following risk factors increase the likelihood of experiencing one/more 
adverse health outcomes, and these factors are more likely to be experienced by people 
with ID, compared to the general population, for example; (i) a high dependence on 
others, (ii) environmental restrictions and limited options regarding housing and lifestyle 
choices, (iii) fewer educational and employment opportunities, (iv) a lower SES status, (v) 
insufficient government support, and (vi) difficulties accessing and receiving appropriate 
healthcare (Baum et al., 2009; Dahlgren & Whitehead, 2007; Marmot et al., 2008; Strauss 
et al., 1998). Furthermore, within the community, people with ID may have poorer levels 
of fitness and diet, be exposed to crime/abuse, have mental health problems and exhibit 
challenging behaviours, and thus be overmedicated (Bryan, Allan, & Russell, 2000; 
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Emerson & Hatton, 1996; Hilgenkamp & Reis 2011; Hilgenkampa, Reisa, van Wijckc, & 
Evenhuisa, 2012; Kim, 2001; Kozma et al., 2009; Rimmer, Braddock, & Fujiura, 1993; 
Rimmer & Yamaki, 2006). All of these factors contribute to significantly poorer health 
outcomes; a higher number of comorbidities, and a shorter life expectancy compared to 
the general population (Savy, 2005). For people with severe ID, their position is often 
characterised by even more isolation, poverty, limited mobility, and additional significant 
risk factors, coupled with more barriers when accessing assistance and services, meaning 
their outcomes tend to be worse than someone with mild ID (Bittles et al., 2002; 
Queensland Government., 2008).  
 
Despite the availability of different community disability and health services, people with 
ID continue to experience numerous risk factors, environmental barriers, systemic 
disadvantage, and health and healthcare inequities. This means people with ID suffer 
treatable pain, they succumb to preventable illnesses, and they die unnecessarily and 
prematurely (Beange et al., 1995; Queensland Government., 2008). This next section will 
describe the specific health and health outcomes commonly experienced by people with 
ID, before describing barriers to healthcare.  
 
1.6 Health status and health outcomes experienced by people with ID 
Good health is important for normal functioning and participation in life and the 
community. Health can be defined as a state of complete physical, mental and social well-
being and not merely the absence of disease or infirmity (World Health Organization., 
1946). Health status is also suggested to be an important determinant in happiness and 
quality of life (Salvador-Carulla, Lucas, Ayuso-Mateos, & Miret, 2014). Research 
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consistently indicates people with ID experience significantly poorer health outcomes 
than people without disability (Krahn, Hammond, & Turner, 2006; Ouellette-Kuntz, 
2005). 
 
1.6.1 Mortality 
Life expectancy is an important marker of health inequality. As it stands, people with ID 
still die up to 20 years earlier than people without disability (Australian Government, 
2008a; Bittles et al., 2002; Coppus, 2013; Hollins, Attard, van Fraunhofer, McGuigan, & 
Sedgwick, 1998; Patja, 2000). This is despite improvements in general healthcare and 
population wide increases in life expectancy (Australian Government, 2008a). In a UK 
enquiry into deaths among people with ID, 42% of all deaths were classified to be 
premature or preventable (Heslop et al., 2013; Heslop et al., 2014). In Australia, 
comparable reports have identified numerous potentially premature and preventable 
deaths, and problems with the adequacy of both general and medical support for this 
population (NSW Ombudsman, 2013). People with ID have died as a result of choking on 
food, transport accidents, and accidental poisoning by exposure to noxious stimuli and/or 
medication toxicity (NSW Ombudsman, 2013).  
 
People with ID also experience other medical complications and comorbidities that impact 
on functioning, level of disability and quality of life. These comorbidities may ultimately 
be linked to premature mortality (Coppus, 2013; Forsgren, Edvinsson, Nystrom, & 
Blomquist, 1996; Hollins et al., 1998; Janicki, Dalton, Henderson, & Davidson, 1999; 
Janicki et al., 2000).  
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1.6.2 Comorbidity: physical health 
People with ID may be predisposed to certain secondary health conditions because of their 
disorder, and these are often syndrome specific, e.g., congenital factors mean people with 
cerebral palsy, Down syndrome or Fragile X more commonly experience hearing and 
visual impairments, congenital heart disease and epilepsy compared to the general 
population (Evenhuis, Henderson, Beange, Lennox, & Chicoine, 2001). Health conditions 
may also be attributed to, and influenced by other determinants of health, as mentioned 
above, e.g., lifestyle and environmental factors, which place them at a higher risk of 
having poor health outcomes e.g., poor diet and a sedentary lifestyle can lead to obesity, 
diabetes and/or hypertension (Evenhuis et al., 2001). The health conditions commonly 
experienced by people with ID will now be described. These conditions may relate to the 
syndrome and also determinants of health.  
 
One Australian study suggested 95% of adults with ID had one or more health condition/s, 
and these conditions were often chronic and complex (Beange et al., 1995). Another study 
suggested people with ID have an average of 5.4 comorbid conditions (Beange, 1996).  
 
Health conditions commonly reported by people with ID include,  
 Comorbid sensory disorders (e.g., vision and hearing impairments) (Australian 
Government, 2008a; Baxter et al., 2006; Carvill, 2001; Janicki et al., 1999; Krahn 
et al., 2006; Warburg, 1994),  
 Physical or diverse impairments (Australian Government, 2008a),  
 Epilepsy (Australian Government, 2008a; Haveman et al., 2011), 
 Aspiratory problems (Australian Government, 2008a), 
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 Back problems (Australian Government, 2008a), 
 Arthritis (Australian Government, 2008a),  
 Osteoporosis (Srikanth, Cassidy, Joiner, & Teeluckdharry, 2011), 
 Obesity (Haveman et al., 2011; Marshall, McConkey, & Moore, 2003; Rimmer, 
1993; Melville, Hamilton, Hankey, Miller, & Boyle, 2007; Rimmer & Yamaki, 
2006), 
 Gastrointestinal problems, in particular constipation (Australian Government, 
2008a; Baxter et al., 2006; Janicki et al., 1999; Krahn et al., 2006),  
 High blood pressure (BP) or hypertension (especially in older people with ID who 
were overweight) (Marshall et al., 2003), 
 Heart disease (Australian Government, 2008a; de Winter, Bastiaanse, & 
Hilgenkamp, 2012; Kapell et al., 1998; van de Louw & Vorstenbosch, 2009; 
Wallace & Schluter, 2008), 
 Diabetes (Anwar, Walker, & Frier, 1998), and 
 Dental pathology (Haveman et al., 2011). 
  
Multiple comorbidities are also indicative of medical complications and susceptibility to 
infection (Forsgren et al., 1996; Hollins et al., 1998; Janicki et al., 1999). Medication use 
is common among people with ID due to their propensity for multiple comorbid disorders, 
medical complications and infections (Lewis, Lewis, Leake, King, & Lindemann, 2002). 
Polypharmacy, or the use of multiple medications, can increase the risk of drug toxicity, 
drug interactions and side effects (Konarski, Sutton, & Huffman, 1997; Nobili & 
Garattini, 2011). Side effects may include increased risk of weight gain, incontinence and 
constipation, further compounding their increased risk of experiencing negative health 
outcomes (Konarski et al., 1997; Nobili et al., 2011). 
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1.6.3. Comorbidity: mental health  
Psychiatric disorders are commonly diagnosed in people with ID. There is no consensus 
on the exact prevalence, although it has been suggested that between 21-57% of people 
with ID have a comorbid psychiatric diagnosis (Australian Government, 2008a; Cooper, 
Smiley, Morrison, Williamson, & Allan, 2007; Emerson & Hatton, 2007; Krahn et al., 
2006). A psychiatric disorder diagnosis relies on self-report and/or third party observation, 
making these conditions particularly difficult to diagnose in this population. A psychiatric 
diagnosis may be overlooked due to ‘diagnostic overshadowing’, in which the presenting 
symptoms are put down to experiencing ID, rather than another cause, i.e., a psychiatric 
disorder (Jones et al., 2008). Psychiatric disorders may also be over-diagnosed, where 
symptoms are attributed to a psychiatric disorder, whereas they may be contextual (for 
example, the person is anxious or distressed due to their environment, e.g., challenging 
behaviour as a result of changes in their care arrangements, or even physical pain) 
(Frances, 2010).  
 
Researchers have suggested that community service providers, caregivers and health 
practitioners are not well equipped in dealing with mental health problems and 
challenging behaviours in this population, and this leads to the overuse of medication, 
especially psychotropic medications (Deb, Unwin, & Deb, 2015; Matson et al., 2000). 
Challenging behaviour and psychotropic medication use in people with ID is suggested to 
be worse in community services compared to in institutions (Kozma et al., 2009). This 
may be due to better diagnosis and reporting within the community, or a trend towards 
over-diagnosis and over-prescribing medication, however research does not conclusively 
indicate the underlying cause. The effectiveness of psychotropic medication use in this 
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population is also unclear (Deb et al., 2015; Matson et al., 2000). Furthermore, research 
suggests that challenging behaviour and psychotropic medication use can be substantially 
reduced with adequate clinical and environmental conditions (Ahmed et al., 2000). 
 
1.6.4 Hospitalisations 
Poor health outcomes can lead to a higher dependency on hospital care, which impacts on 
life expectancy, quality of life, and can increase nationwide health costs (Australian 
Bureau of Statistics., 2010; Beange, 1996; Lunsky, Balogh, Sullivan, & Jaakkimainen, 
2014). Recent research has demonstrated that people with ID have higher rates of 
emergency department visits, hospitalisations, and hospital re-admissions than the general 
population (Balogh, Brownell, & Ouellette-Kuntz, 2010). Some reports suggest people 
with ID are hospitalised at twice the rate of the general population (Beange, 1996). 
Australians with ID have higher rates of hospital admission for almost every single health 
problem, including conditions that are considered to be preventable or generally well-
managed in primary care (Beange, 1996; Lunsky et al., 2014). A number of studies have 
found high rates of hospitalisation for injuries, infections, diseases and disorders of the 
nervous system and respiratory system, kidney and urinary tract problems, ‘mental 
issues’, dental conditions and skin disorders (Australian Bureau of Statistics., 2011; NSW 
Ministry of Health, 2012; Williams, Leonard, & Tursan D'Espaignet, 2005).  
 
Being admitted to hospital can have a significant negative impact on a person’s physical 
and mental health and also on that of their caregiver (Victorian Government., 2012). High 
rates of hospitalisations also places a large financial burden on the health system (Duckett 
& Willcox, 2011). A recent NSW Ageing, Disability and Home Care Report showed that 
people using Disability and Home and Community Care (HACC) services, services 
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commonly used by people with ID, account for nearly 20 per cent of total hospital costs in 
NSW (Australian Institute of Health and Welfare., 2012). 
 
1.7 Healthcare 
Evidence-based research indicates people require healthcare that is available, accessible, 
affordable, appropriate and high-quality, and systemic failure of the health system can 
result in health and healthcare inequities (Ouellette-Kuntz, 2005; United Nations, 2006; 
World Health Organization & World Bank Group, 2011; World Health Organization., 
2008). Government decisions, national policies and federal budgets can influence 
availability, accessibility, affordability, appropriateness and quality of resources and 
services, through, (i) the health system, including hospitals, medical centres and 
healthcare providers, (ii) health-promoting facilities, such as parks and running paths, (iii) 
additional services, programs, and incentives, and (iv) health education and training. 
 
Within the scope of this thesis, healthcare is considered from two perspectives. 
1. ‘Primary healthcare,’ not to be confused with primary care, is a broader strategy or 
approach to health, which comprises a wide range of influences, strategies and 
sectors that play a role in health (World Health Organization., 1978). Primary 
healthcare is a philosophy and a system response to reducing inequities and 
ameliorating the effects of disadvantage (Keleher, 2001). Primary healthcare 
practitioners work more from a social model of health, which encompasses 
meeting ‘basic needs’ including: the environment, support, shelter, safety from 
violence, and food and water supplies (Keleher, 2001). High quality primary 
healthcare is crucial for population health (World Health Organization., 2008). 
Primary care can be considered only one component of primary healthcare.  
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2. ‘Primary care’ is the first point of entry into the health system when active 
assistance is sought (Ham, 2000). Primary care is basic, as opposed to specialised, 
and is the initial approach to a doctor or nurse. People tend to seek primary care 
services for treatment, on a ‘curative’ basis, for example, an individual presents to 
their GP seeking treatment for specific symptoms (Ham, 2000). GPs are the main 
providers of primary care in Australia. Primary care does not operate in isolation 
and when conditions cannot be adequately treated here, people may be referred to 
specialist services, also termed secondary care, for example, a cardiologist, 
psychiatrist or neurologist. Countless benefits result from effective primary care 
including reduced hospitalisations (Casanova & Starfield, 1995; Macinko, 
Starfield, & Shi, 2003; Shi & Starfield, 2000; Starfield, 1994, 2012). 
Strengthening primary care and broadening the primary care scope, i.e., a stronger 
focus on health promotion and disease prevention rather than a ‘curative’ 
approach, is suggested to improve population health and reduce government 
spending (Duckett & Willcox, 2011; Keleher, 2001). 
 
Countries spend a substantial amount of GDP on health and healthcare. In the 
Netherlands, approximately 9.0% of total disease-specific costs were attributed directly to 
people with ID, representing a large proportion of health costs within the health system 
(Polder, Meerding, Bonneux, & van der Maas, 2002). This health spending is for a group, 
which actually makes up <1% of the total Dutch population (Wullink, van Schrojenstein 
Lantman-de Valk, Dinant, & Metsemakers, 2007). Therefore the financial cost to the 
country is quite high for a group of people that represent a mere fraction of the population. 
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In Australia, no such data were available, but due to complicated care needs, it can be 
suggested that in Australia too, a larger proportion of health spending goes to people with 
ID in respect to their population size, compared to people without disability. 
 
1.7.1 Australian healthcare 
Australia strives for a ‘comprehensive’ primary healthcare framework that takes into 
account the determinants of health, health inequities, health promotion, illness prevention, 
treatment and care of the sick, rehabilitation, advocacy, community development, inter-
sectorial action and population health approaches (Australian Primary Healthcare 
Research Institute (APHCRI). 2009). Healthcare in Australia is a multi-faceted web of 
providers, services and supporting mechanisms, provided by both private and government 
institutions, with local, state and federal (or national) contributions (Australian Institute of 
Health and Welfare., 2014). In 2011/2012, health spending in Australia was estimated to 
be $140.2billion, or 9.5% of GDP (Australian Institute of Health and Welfare., 2014).  
 
Figures regarding the division of health spending between people with ID and people 
without disability are unclear. Over the past decade, health spending in Australia has 
grown faster than any other area of government spending, largely due to increased 
hospital spending (Duckett & Willcox, 2011). Public hospitals are commonly used by 
people with ID (as described above) and this is chiefly subsided by Medicare. Medicare, 
the publicly funded universal health system instituted in 1984, provides all Australian 
citizens and permanent residents with subsidised treatment from primary care providers, 
including GPs, nurse practitioners, certain allied health professionals, and public hospitals 
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(Australian Government, 2014). A person can have Medicare cover or a combination of 
Medicare and private health insurance (Private Health Insurance Ombudsman (PHIO). 
2013). Australians with ID are supported by Medicare and access generic services; 
however, they often need extra assistance in the health system. As mentioned above, there 
are additional supports and services offered to people with ID through both the disability 
and health system. Additional government-funded initiatives work with community and 
welfare arrangements, and provide more Medicare benefits, financial support and safety 
nets for people who receive certain disability and income-support payments (Australian 
Institute of Health and Welfare., 2012). For people with ID, healthcare access, utilisation, 
navigation, and healthcare spending is often a collaborative approach of services and 
supports from both systems. 
 
Primary care plays an important role in the Australian health system and it provides care 
to 90% of the population, annually (Doggett, 2007). Australia’s health system has been 
quite successful at meeting the needs of the population on a whole and Australians have a 
high standard of health and life expectancy (Australian Government, 2008a). However, 
access to and use of health services in Australia varies substantially and the health system 
is less successful at dealing with the needs of people with more complex conditions or 
‘hard to reach’ groups (Lesley, 2013). People with ID have been identified as one 
subgroup, which has experienced general healthcare disadvantages and primary care 
deficits (APHCRI, 2009; Victorian Health Promotion Foundation, 2012). These 
challenges impact on the lives of people with ID, their caregivers, and health practitioners, 
and also on use of the health system. 
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1.8 Barriers to healthcare experienced by people with ID 
The provision of healthcare to people with ID now generally involves three members: the 
person with ID, a healthcare provider, and a caregiver. People with ID access generic 
healthcare services, the same as people without disability (Savy, 2005). People with ID 
often experience difficulties obtaining high-quality care to meet their needs. An inverse 
care law is evident and people with the highest burden of disease tend to have the lowest 
levels of financial, technical and institutional resources to address their health needs, and 
are less able to access or benefit from generic healthcare (Baum et al., 2009). People with 
ID often experience a high burden of disease, general socioeconomic disadvantage, 
financial hardship, comprehension and communication challenges, and environmental 
limitations (Australian Government, 2008a; Australian Institute of Health and Welfare, 
2012; Baum et al., 2009; Haider, Ansari, Vaughan, Matters, & Emerson, 2013).  
 
Physical access to healthcare may pose as one barrier for people with ID. Many people 
with ID experience challenges in mobility and inaccessible public transport or buildings 
that are not appropriately equipped with accessible entries or facilities (e.g. access ramps 
and disability friendly bathrooms) can hinder healthcare access (Perry et al., 2013; Schoen 
et al., 2011). Delays in getting appointments, waiting times and then within consultation 
time-restraints further impact on healthcare (Heslop et al., 2013; Lennox et al., 1997; 
Mastebroek, Naaldenberg, Lagro-Janssen, & van Schrojenstein  Lantman de Valk, 2014; 
Productivity Commission, 2011; Schoen et al., 2011)  
 
Within a consultation, people with ID may be faced with healthcare providers who have 
inadequate or limited education and training regarding the specific health needs and health 
services for people with ID (Lakhani & Bates, 1999; Keleher, 2014; Kerr et al., 1996; 
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Lennox et al., 1997; Wilkinson, Dreyfus, & Cerreto, 2012; Ziviani, Lennox, Allison, 
Lyons, & Del Mar, 2004). Furthermore, paid support workers, and family and friend 
caregivers commonly have limited health knowledge and specialised health training to 
support people with ID (CollegeGrad LLC., 2015; Developmental Disability Unit., 2002). 
Caregivers and GPs may not be equipped with the required skills and experience to 
effectively interact with people with ID and fail to make 'reasonable adjustments' in light 
of literacy and communication difficulties (Kerr, Dunstan, & Thapar, 1996; Lakhani & 
Bates, 1999; Lennox, Diggens, & Ugoni, 1997; Ziviani et al., 2004). Even basic but vital 
health screening and health promotion opportunities are missed in this population. For 
example, GPs took significantly fewer BP recordings and fewer cervical cytology tests 
(pap smears) in people with ID compared to people without ID (Pearson, Davis, & Ruoff, 
1998; Whitfield, Langan, & Russell, 1996). In a sample of 526 GPs, the majority (80%) of 
GPs suggested it is harder to provide good healthcare to people with ID, compared to the 
general population (Lennox et al., 1997). There may be general difficulties in identifying 
needs, problem determination, diagnosis and providing appropriate care and treatment 
(Heslop et al., 2013). Additionally, people with ID comprises a heterogeneous group of 
people with different characteristics, risk factors and health needs, making it more 
challenging to provide high-quality healthcare.  
 
People with ID and their caregivers may have difficulties coordinating health services, as 
services are often inflexible, disjointed, restricted and confusing to navigate, and they may 
be faced with coordinating services across both the health and disability system (Beange 
& Bauman, 1990; Kerr et al., 1996; Lakhani et al., 1999; Lennox et al., 1997; Lennox & 
Kerr, 1997; Queensland Government., 2008; Wilson & Haire, 1990; Ziviani et al., 2004). 
There may be resource and service deficits, most notably rurally, and the size and capacity 
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of the medical practice and awareness of and reach of programs may impact on the quality 
of care (Kerr et al., 1996; Lakhani et al., 1999; Lennox et al., 1997; Ziviani et al., 2004). 
Negative or discriminatory attitudes towards people with ID also pose as a barrier to high-
quality health care (Durvasula & Beange, 2001; Kerr et al., 1996). General information 
recording, documentation and information sharing between parties was seen to be 
significantly ‘less good’ in people with ID, compared to the general population, further 
making service coordination difficult (Heslop et al., 2013).  
 
With improved healthcare and health services, risk factors and conditions may be 
identified early and managed to reduce the burden of disease; however, when left 
unidentified or untreated, health conditions can negatively affect functioning, participation 
and quality of life (World Health Organization., 2010). Many common health conditions 
experienced by people with ID, for example, vision and hearing impairments, can be 
effectively identified and managed by high-quality primary care, and upon identification, 
hearing aids or glasses can be used to reduce the impact of these health conditions. 
Hypertension, or high BP, is also easily identified, and can be successfully targeted by 
medical and lifestyle intervention. With health monitoring and appropriate care, serious 
conditions, such as end-stage heart disease, can be delayed or prevented. These treatment 
and management strategies are relatively easy, cost-effective and efficient, and tend to be 
implemented well in primary care. 
 
GPs and primary care nurses are the main healthcare providers for this population and 
thus strategies to improve primary care could reduce the barriers to healthcare experienced 
by people with ID. More proactive approaches, for example, tools or interventions that 
target health needs and conditions and improve healthcare for people with ID, are needed. 
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Tools or interventions may help identify unmet health needs, resulting in better care, and 
this is crucial to better support this population in the health system. Health assessments (or 
health checks) and heath diaries have been proposed to ameliorate numerous healthcare 
barriers and target health actions for people with ID (Robertson, Hatton, Emerson, & 
Baines, 2014). This research will investigate these health interventions, and other relevant 
tools or interventions as a way to increase health actions in this population. 
 
Addressing gaps in the literature 
This thesis aims to address critical gaps in the literature looking at the health and 
healthcare of people with ID. 
 
Gap 1:  
Although the treatment are care of people with ID has improved post-
deinstitutionalisation, people with ID still experience poor health outcomes and 
insufficient healthcare, both of which are unnecessary and can be further improved. 
Interventions that increase the number of health actions should increase identification of 
symptoms and health conditions, reduce unmet health needs and improve healthcare and 
contribute positively to longer-term health outcomes (Buszewicz, Griffin, McMahon, 
Beecham, & King, 2010). There is a lack of literature regarding healthcare interventions 
that increase health actions and improve health care, and this would be useful in this 
population.  
 
1. What primary healthcare interventions increase health actions for people with 
intellectual disability? 
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Gap 2:  
Health assessments are a relatively new intervention, which have been suggested to 
increase the number of health actions in this population. There is a paucity of information 
regarding health assessments for people with ID and some literature suggests the initial 
health assessment trials are an underrepresentation of the true effectiveness of these 
interventions. Formally assessing health action recording in health assessment booklets 
would be useful to further inform us on the use of and health outcomes resulting from 
health assessments for people with ID. 
 
2. To what extent do health assessments increase health actions for people with 
intellectual disability?  
 
Gap 3:  
Little research has been conducted regarding the uptake of health interventions (i.e., 
health assessments) in people with ID. Exploring the use of interventions shown to 
increase health actions in people with ID would be valuable. Recommendations to reduce 
barriers and improve uptake would be expected to further improve general healthcare and 
health outcomes in people with ID. 
 
3. When healthcare interventions exist for people with intellectual disability, to 
what extent are they used, and how can uptake be improved? 
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1.9. Research questions 
To summarise, to address these gaps, there are three key research questions: 
1. What primary healthcare interventions increase health actions for people with 
intellectual disability? 
2. To what extent do health assessments increase health actions for people with 
intellectual disability?  
3. When healthcare interventions exist for people with intellectual disability, to 
what extent are they used, and how can uptake be improved?  
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CHAPTER TWO 
Systematic review and meta-analysis of primary healthcare interventions on health 
actions in people with intellectual disability. 
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2.0 Background  
The first chapter has highlighted that people with ID experience poorer health outcomes, 
higher rates of comorbidity, lower mortality and barriers to appropriate and essential 
healthcare compared to the general population. These inequities are potentially amenable 
to change. Interventions that increase the number of health actions should benefit the 
person with ID, their caregivers and healthcare providers, and ease strain on the health 
system. The identification of unmet health needs, prevention of health conditions and 
disease, and general health screening and health promotion is suggestive of improved 
health status and may result in reduced comorbidity and mortality in adults with ID. In 
most countries, as a result of deinstitutionalisation, many people with ID now reside in the 
community and access generic community-based healthcare services. Healthcare 
interventions may be implemented in generic community-based primary care; however, 
they may addressed wider-scope primary healthcare ideals.  
 
Whilst this is still a relatively new field of study, with literature on this topic only being 
available from 1990 onwards, different types of health interventions have been proposed, 
and they are generally geared towards increasing ‘health actions’. 
Health actions can consist of  
(i) immunisations or vaccinations e.g., a tetanus vaccination to prevent disease,  
(ii) health screening and health promotion e.g., breast, testis or cervical screening (also 
referred to as Papanicolaou smear or pap smear) to detect abnormalities early, and ensure 
timely management and treatment, 
(iii) medication review, e.g., to ensure medications are all currently required by the 
individual, and to ensure they don’t interact or cause negative side-effects, 
(iv) assessment of a certain system to detect unmet health needs, which may be in the 
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form of risk factors, health conditions or disease e.g., BP or vision assessment to detect 
abnormalities, and ensure management/treatment, 
(v) health recommendation e.g., recommending a lifestyle change, which may be a change 
in diet or exercise regime to improve health, or 
(vi) referral to a specialist, to further improve health and healthcare.  
 
Healthcare interventions, which increase health actions, will be investigated in this 
chapter, to address shortcomings in the literature. Current literature suggests that ‘health 
assessments’ or ‘health checks’ may increase the number of health actions, case-finding 
activity, and disease identification and management in people with ID (Robertson et al., 
2014). Health assessments have been seen to increase diagnoses, including diagnosis of 
thyroid disorders, diabetes, hypertension, and then result in positive healthcare activity, 
for example, the provision of a pacemaker and surgery for previously undetected 
melanoma (Robertson et al., 2014; Webb & Rogers, 1999). Preliminary literature does 
indicate that health assessments may increase the number of health actions, in which case 
they may reduce unmet health needs and improve healthcare, contributing positively to 
longer-term health outcomes. Hand-held health diaries have also been put forward as a 
means to address healthcare and health outcome inequities; however, there is a general 
paucity of research in this field. These health interventions will be discussed in greater 
detail within the study. Other interventions have not been greatly explored, nor have these 
interventions been thoroughly compared with one-another. The available research appears 
to be individual small-scale singular-intervention trails, or broad scoping literature 
reviews.  
 
Systematic reviews are structured, rigorous and comprehensive reviews, and when 
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combined with meta-analysis, data can be integrated from a number of independent 
studies, which produces high-quality research on a specific topic. A systematic review 
with meta-analysis was therefore chosen to be the most appropriate method to 
systematically identify and compare health interventions in this population, and meet the 
Chapter 2 aims. The first part of this thesis was therefore, to perform a systematic review 
with meta-analysis on interventions that increase health actions in people with ID.  
Due to the nature of the study, ethical approval (HREC) was not required. 
 
2.0.1Aim  
(a) to perform a systematic review and meta-analysis of primary healthcare interventions 
on six target health actions in people with ID, to: 
(b) inform the literature review on healthcare and healthcare interventions for people with 
ID, and 
(c) identify, appraise and compare the effectiveness of different primary healthcare 
interventions on health actions in people with ID 
 
2.0.2 Hypotheses  
(1) the number of primary healthcare interventions would be limited, and 
(2) the most effective primary healthcare intervention, which would increase health 
actions, would be health assessments (health checks). 
Please note, due to international literature commonly using the term ‘health checks,’ as 
opposed to the commonly used Australian term ‘health assessments,’ the phrase health 
checks (not health assessments) has been used in this manuscript. 
 60 
 
Output (complete) 
One peer reviewed paper published in Journal of Intellectual and Developmental 
Disability  
Manuscript ID: CJID-2014-0068.R3 
Published online (Dec 2015)  
Doi 10.3109/13668250.2015.1105939  
 
2.1 Introduction 
People with intellectual disability constitute up to 3% of the global population and have 
significantly poorer health outcomes than people without a disability (World Health 
Organization, 2007). They are more likely to experience many conditions that adversely 
affect their health and wellbeing, including vision impairments and heart disease, and for 
these health conditions to be inadequately addressed (Australian Institute of Health and 
Welfare, 2008). People with intellectual disability are less likely to be offered health 
promotion or preventive health measures such as immunisations or women’s health 
screening (Beange & Bauman, 1990). Furthermore, unmet health needs can negatively 
affect physical functioning and life expectancy. In a recent United Kingdom enquiry, 42% 
of all deaths in people with intellectual disability were deemed premature or preventable 
(Heslop et al., 2014). With appropriate care, many health conditions may be managed; 
however, these conditions are often unidentified or poorly treated in this population 
(Beange, 1996; Lennox & Kerr, 1997). 
 
People with intellectual disability rely heavily on primary care physicians or 
general practitioners (GPs) for their health care, many of whom have had no training for 
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this population. Barriers to high-quality health care for people with intellectual disability 
also include communication difficulties, poor access to healthcare services, consultation 
time constraints, and difficulties with diagnosis (Iacono, Davis, Humphreys, & Chandler, 
2003; Lennox & Kerr, 1997; Prasher, Janicki, Baxter, & Kerr, 2008). Interventions that 
successfully identify unmet health needs and address barriers to health care could 
potentially benefit both the person with intellectual disability and their GP. These 
interventions typically aim to detect risk factors for disease, the disease itself, and prompt 
health promoting actions that are expected to reduce morbidity and mortality (Krogsbøll, 
Jørgensen, Larsen, & Gøtzsche, 2012). 
 
Health checks, also known as health assessments, are one tool that has been the 
subject of considerable research in the last decade. In a recent review, Robertson, Hatton, 
Emerson, and Baines (2014) concluded that health checks are effective in identifying 
previously unrecognised health needs in people with intellectual disability. The 
effectiveness of health checks has never been formally assessed using meta-analysis nor 
have health checks been compared with other primary healthcare interventions. Patient-
held health diaries have also been proposed as a potential intervention to improve health 
outcomes in people with intellectual disability. Health diaries have been well accepted by 
many users; however, individual studies have not demonstrated any short-term health 
benefit (Nguyen, Lennox, & Ware, 2014). The effectiveness of other primary healthcare 
interventions is not known. The aim of this study was to systematically review the 
effectiveness of primary healthcare interventions for increasing health actions for people 
with intellectual disability. The six health actions investigated were selected as they are 
highly prevalent, easily detected, and amenable to change in people with intellectual 
disability (Beange, Lennox, & Parmenter, 1999). 
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2.2 Methods 
Eligibility criteria 
Studies primarily focusing on people with intellectual disability were identified. “Gold 
standard” diagnosis was not required for participants to be classified as having intellectual 
disability. All participants were included regardless of type or degree of intellectual 
disability or residence. Studies primarily focusing on people with dementia and 
Alzheimer’s disease were excluded. Interventions were not included if they were 
implemented in secondary or tertiary care. Studies were included if there was a control 
group for comparison, and if they were designed to influence one or more of six health 
actions. The health actions were vision testing, hearing testing, weight measurement, 
blood pressure (BP) measurement, hepatitis B immunisation, and cervical screening. 
Study selection was not restricted by year or length of follow-up. English language studies 
were included. 
 
Electronic medical databases including PubMed, Cumulative Index to Nursing and 
Allied Health (CINAHL), Web of Science, The Cochrane Database of Systematic 
Reviews Library, The Cochrane Central Register of Controlled Trials, and Embase were 
searched on 16 September 2014. The search strategy focused on terms for intellectual 
disability (including but not exclusive to “mental retardation,” “learning disability,” and 
“mental handicap”) combined with intervention terms (including “primary health care,” 
“primary care,” “health promotion,” “prevention program,” or “mass screening”). MeSH 
terms, free text terms, and synonyms were combined to obtain the final yield. Please 
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contact the corresponding Author for complete search terms 1. Further articles were 
obtained through citation tracking in Web of Science and through personal contact with 
authors identified as having recently published in this field. Initial relevance was assessed 
by title, before potential articles were screened by abstract. Two reviewers (JB and RW) 
screened independently. Full text copies were obtained for the shortlisted articles and 
relevance was again assessed. The two reviewers independently extracted pre-specified 
data items from relevant studies. When sufficient data could not be extracted from 
published articles, authors were contacted to request extra data. The Downs and Black 
scale, a quality assessment tool for intervention studies, was used to assess study quality 
(See Appendix 1; Downs & Black, 1998). Throughout the process disagreements between 
the two reviewers were resolved through consensus. 
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Figure 2. Flow chart of article selection. 
1.  
2.  
3.  
4.  
5.  
6.  
 
7.  
 
 
 
 
 
 
 
 
 
 
  
Number of records identified through database 
searching 
PubMed = 492 
CINAHL = 362 
Web of Science = 289 
Cochrane = 76 (review) and 33 (trials) 
Embase = 150 
Additional records identified = 4 
Total N = 1,402 
225 duplicated records removed  
Number of records without duplicates 
 
N = 1,177 
1,068 studies excluded by title 
Studies included after two independent reviewers 
read title  
 
N = 109 
 
78 studies excluded by abstract 
Studies included after two independent reviewers 
read title and abstract 
 
N = 31 
 
26 studies excluded by reading 
full text  
(15 had no comparison group 
1 was a review/secondary data 
2 were not primary care 
8 did not report health actions) 
Studies included for review  
N = 5 
3 randomised controlled trials 
1 matched cohort 
1 cohort 
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Analysis 
Interventions were grouped by type of intervention. The effectiveness of the interventions, 
compared with controls, was characterised by risk ratios (RR) with 95% confidence 
intervals (CI). A random effects model was used to pool treatment effects for the studies, 
and heterogeneity was investigated with the I-squared statistic. Extracted data were 
synthesised using RevMan Version 5.1 (Cochrane Collaboration, Oxford, UK). 
 
2.3 Results 
Overview of studies 
The systematic search generated 1,402 references, of which 1,177 remained after the 
removal of duplicates (see Figure 1). After titles and abstracts were reviewed, 31 articles 
remained for full text review. Finally, five articles were identified for inclusion in this 
systematic review (Chauhan, Kontopantelis, Campbell, Jarrett, & Lester, 2010; Cooper et 
al., 2006; Jones & Kerr, 1997; Lennox et al., 2007; Lennox et al., 2010). The most 
common reason for excluding studies at this stage was because there was no comparison 
group. 
 
The identified studies comprised a total of 1,570 participants, and consisted of three 
randomised controlled trials (RCTs; Jones & Kerr, 1997; Lennox et al., 2007; Lennox et 
al., 2010), one matched cohort (Cooper et al., 2006), and one cohort study (Chauhan et al., 
2010) (Table 1). The sample size of individual studies ranged from 100 to 643. Studies 
were published between 1997 and 2010, with four published since 2006 (Chauhan et al., 
2010; Cooper et al., 2006; Lennox et al., 2007; Lennox et al., 2010). Studies were set in 
Australia (Lennox et al., 2007; Lennox et al., 2010), England (Chauhan et al., 2010), 
Scotland (Cooper et al., 2006) and Wales (Jones & Kerr, 1997). All study authors were 
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contacted and individual participant-level data were obtained for three studies (Cooper et 
al., 2006; Lennox et al., 2007; Lennox et al., 2010).   
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Table 1. Summary of studies 
Study/Author Year Country Study design Study population 
Setting and 
health 
professional 
involved 
Intervention summary Data 
Outcomes 
measured 
Key results Conclusions 
 
Quality 
score 
Jones & Kerr 
 
1997 Wales Randomised 
controlled trial. 
Notes-based prompt 
vs. usual care. 
111 adults living 
in the community 
from 5 practices. 
No participant 
number for 
intervention or 
control group. 
GP practices 
with some 
home visits. 
A notes-based prompt card 
was inserted into medical 
files prior to routine 
consultations to promote 
opportunistic screening. 
The health prompt 
included medication 
review, mental state, 
language, epilepsy, and a 
syndrome-specific review. 
Data extracted 
from GP notes 
for 6 months 
following 
insertion of 
prompt card.  
Consultation 
patterns, 
health 
promotion 
activities, and 
physical, 
psychological, 
and social 
wellbeing. 
No significant differences between 
control and intervention. 
GPs unlikely to provide 
the necessary screening on 
a purely opportunistic 
basis. 
17/31 
 
54.8% 
Cooper et al. 2006 Scotland Matched cohort 
study. Health check 
vs. usual care. 
100 participants 
living in the 
community, 50 
in both 
intervention and 
usual care 
groups. Matched 
on age, gender, 
and level of 
disability. 
GP practices. 
Primary care 
nurses with 
experience 
with learning 
disabilities 
and GPs. 
The C21st Heath Check 
was used. GP case notes 
were reviewed and the 
individual and carer were 
interviewed by trained 
nurses using a 
semistructured tool. Nurses 
discussed findings with GP 
before a physical exam 
was conducted. 
Data extracted 
from GP notes 
for 12 months 
following the 
intervention. 
Incidence and 
frequency of 
new health 
needs, 
physical, 
mental, 
developmental
, behavioural, 
and 
phlebotomy.  
Incidence of health need detection 
was more than twice as great for the 
intervention group compared to 
control; mean number of new needs 
detected was 4.8 compared to 2.3 (p 
< .001).  
The CHAP resulted in 
increases in health actions 
for people with intellectual 
disability compared to 
usual care. Health check 
implementation is feasible 
and could reduce health 
inequities. 
17/28 
 
60.7% 
Lennox et al. 2007 Australia Cluster randomised 
controlled trial – 34 
clusters (GP 
practices), pair-
matched by size. 
Health check vs. 
usual care. 
453 adults living 
in 24-hour 
supported 
accommodation: 
234 allocated to 
intervention and 
219 to usual care.  
GP practices, 
with GPs. 
The Comprehensive Health 
Assessment Program 
(CHAP) intervention was 
used. The CHAP is a two-
part booklet. First part is a 
health history completed 
by patient/carer. Second 
part is GP review and 
health action plan. 
Data extracted 
from GP notes 
for 12 months 
pre- and post-
intervention.  
Evidence of 
health 
promotion, 
disease 
prevention, 
and case 
finding 
activities. 
Increased health promotion, disease 
prevention, and case-finding 
activity were found in the 
intervention group. Health checks 
increased detection of new disease 
by 1.6 times. 
The CHAP produced 
substantial increase in the 
GPs’ attention to the 
health needs of people 
with intellectual disability, 
as evidenced by increases 
in clinical activities. Long-
term health benefits 
remain unknown. 
26/31 
 
83.9% 
Lennox et al. 2010 Australia Cluster randomised 
controlled trial (GP 
practices), matched 
by size. 2 x 2 
design: 
interventions were 
health check, health 
diary, and the two 
combined. 
Comparison was 
usual care. 
272 adults living 
in the community 
in private 
dwellings. 53 
received health 
check alone, 51 
health diary 
alone, 70 both 
health check and 
health diary, and 
68 usual care. 
GP practices, 
with GPs. 
The CHAP health check 
(described above) and the 
Ask diary, a structured 
health diary kept by the 
person with intellectual 
disability, were used.  
Data extracted 
from GP notes 
for 12 months 
pre- and post-
intervention. 
Evidence of 
health 
promotion, 
disease 
prevention, 
and case 
finding 
activities. 
Increased health promotion, disease 
prevention, and case-finding 
activity were found in the groups 
receiving a health check but not the 
health diary. There was no 
interaction between the health check 
and health diary. 
The CHAP increased 
health promotion, disease 
prevention, and case-
finding activity, 
suggesting the CHAP 
benefits all adults with 
intellectual disability in 
community settings. 
26/31 
 
83.9% 
Chauhan et al. 2010 England Cohort study using 
stratified sample of 
27 GP practices. 
Health check vs. 
634 people living 
in the 
community. 92 
received a health 
GP practices. 
Health 
professional 
performing 
A health check, adapted 
from the Cardiff Health 
Check, was used. Health 
checks were offered to all 
Data extracted 
from GP notes 
for 6-month 
study period, 
Health 
actions, 
including 
those relating 
Health checks led to significantly 
more health actions. This was seen 
in both quality and outcome 
framework (QOF) targets and 
If incentives are to be used 
to improve care for people 
with intellectual disability, 
focusing on disability 
15/28 
 
53.6% 
 68 
usual care. check and 542 
received usual 
care. 
health check 
not reported. 
practices.  during which the 
health checks 
were conducted. 
to intellectual 
disability. 
disability specific targets; however, 
disability targets were at a lower 
rate than QOF-incentivised targets. 
specific health issues may 
be appropriate. 
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Types of interventions 
Three types of interventions were identified: health checks, patient-held health diaries, and a 
medical-record-based health prompt. Four studies investigated health checks. Health checks 
are designed for one-off use and are generally made up of two parts: a health history section 
completed by the person and/or their carer, followed by an assessment section completed by a 
GP or primary care nurse. The types of health checks identified were the Comprehensive 
Health Assessment Program (CHAP; Lennox et al., 2007; Lennox et al., 2010), a modified 
version of the Cardiff Health Check (Chauhan et al., 2010; see also Hoghton & RCGP 
Learning Disabilities Group, 2010) and the C21st Health Check (Cooper et al., 2006; see also 
Glasgow University Centre for Excellence in Development and Disabilities, 2006). In one 
study, researchers investigated the use of a health diary (the Ask health diary), which is a 
structured health diary kept by the person with intellectual disability (Lennox et al., 2010; see 
also Lennox et al., 2004). As part of the same study, Lennox et al. (2010) also investigated a 
combination of the CHAP health check and the Ask health diary. Jones and Kerr (1997) 
investigated a health prompt, which is a prompt card inserted into the patient’s medical 
record to prompt the GP to undertake an opportunistic examination. 
 
2.3.1 Meta-analysis 
Health check. Health checks led to significant increases in the number of health actions (see 
Table 2). In particular, vision tests were 3.3 times more likely to have been conducted (95% 
CI [2.3, 4.7]), BP was 1.1 times more likely to have been measured (95% CI [1.1, 1.2]), and 
hepatitis B vaccination rates were 2.4 times higher (95% CI [1.7, 3.4]) in the health check 
group compared with usual care.
 70 
Table 2. Meta-analysis of primary healthcare interventions on health actions for people with intellectual disability 
Intervention and study  Sample size Health actions 
  
Hearing test 
RR [95% CI] 
Vision test 
RR [95% CI] 
Blood pressure 
RR [95% CI] 
Weight measurement 
RR [95% CI] 
Cervical screening a 
RR [95% CI] 
Hepatitis B vaccination 
RR [95% CI] 
Health check vs. usual care              
Cooper et al., 2006 I = 50, C = 50 N/A N/A N/A N/A 3.0 [0.1, 68.8] 4.7 [1.4, 15.2] 
Chauhan et al., 2010 I = 92, C = 542 1.6 [1.0, 2.5] 2.9 [1.7, 4.8] 1.1 [1.1, 1.2] 1.2 [1.1, 1.3] 1.5 [1.3, 1.8] N/A 
Lennox et al., 2007 I = 234, C = 219 30.0 [4.1, 217.3] 3.8 [2.1, 7.0] 1.1 [0.9, 1.3] 2.6 [1.9, 3.6] 5.9 [2.3, 14.9] 2.4 [1.3, 4.2] 
Lennox et al., 2010 I = 53, C = 68 6.4 [1.5, 28.0] 3.5 [1.2, 10.5] 1.0 [0.7, 1.5] 2.2 [1.4, 3.5] 0.8 [0.2, 4.0] 2.2 [1.4, 3.5] 
Overall    5.8 [0.8, 42.4]; p =.08 3.3 [2.3, 4.7]; p <.001 1.1 [1.1, 1.2]; p <.001 1.9 [0.7, 4.8]; p =.18 2.1 [0.8, 6.1]; p =0.10 2.4 [1.7, 3.4]; p <0.001 
Heterogeneity   I² = 87% I² = 0% I² = 0% I² = 97% I² = 73% I² = 0% 
        
Health diary vs. usual care  
Hearing test  
RR [95% CI] 
Vision test 
RR [95% CI] 
Blood pressure 
RR [95% CI] 
Weight measurement  
RR [95% CI] 
Cervical screening a 
RR [95% CI] 
Hepatitis B vaccination  
RR [95% CI] 
Lennox et al., 2010 I = 51, C = 68 2.0 [0.4, 11.5] 2.3 [0.7, 7.6] 1.2 [0.8, 1.7] 1.4 [0.8, 2.5] 0.2 [0.0, 3.0] Not estimable b 
Overall RR [95% CI]   2.0 [0.4, 11.5]; p =.40 2.3 [0.7, 7.6]; p =.20 1.2 [0.8, 1.7]; p =.40 1.4 [0.8, 2.5]; p =.20 0.2 [0.0,3.0]; p =0.20 Not estimable b 
        
Health diary and check vs. 
usual care  
Hearing test 
RR [95% CI] 
Vision test 
RR [95% CI] 
Blood pressure 
RR [95% CI] 
Weight measurement; 
RR [95% CI] 
Cervical screening a  
RR [95% CI] 
Hepatitis B vaccination; 
RR [95% CI] 
Lennox et al., 2010 I = 70, C = 68 4.9 [1.1, 21.4] 4.9 [1.8, 13.5] 1.4 [1.0, 1.9] 2.3 [1.5, 3.7] 0.3 [0.0, 2.7] 12.6 [0.7, 220.0] 
Overall RR [95% CI]   4.9 [1.1, 21.4]; p =.04 4.9 [1.8, 13.5]; p =.002 1.4 [1.0, 1.9]; p =.03 2.3 [1.5, 3.7]; p <.001 0.3 [0.0, 2.7]; p =0.30 12.6 [0.7, 220.0]; p =0.08 
 
Note. This table presents the overall effect for each intervention type (e.g., health assessment, health diary, or combined) and individual study effects on six health actions for 
people with intellectual disability. The risk ratio (RR) for each included study and overall effect was calculated with a 95% confidence internal (CI). RR = risk ratio. I = 
Intervention , C = Control. N/A = data were not available from this study for this health action. a cervical screening sample sizes were smaller . b not estimable as no events in 
either group. 
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Health diary. The health diary alone did not lead to statistically significant increases in any 
of the measured health actions. Hearing tests were 2.0 times more likely to have been performed 
(95% CI [0.4, 11.5]) and weight was 1.4 times more likely to have been measured (95% CI [0.8, 
2.5]) in the intervention group. 
 
Combined health check and diary. Health actions were more frequently performed in the 
combined health check/health diary group than in usual care. Notably, vision testing was 4.9 times 
more likely (95% CI [1.8, 13.5]) and hearing testing was also 4.9 times more likely (95% CI [1.1, 
21.4]) to have been assessed in the intervention group than usual care. The magnitude of the effects 
of the combined health check/health diary intervention was generally similar to results from the 
health check group alone. 
 
Health prompt. There were no significant differences in the number of health actions, as 
reported in the original paper (Jones & Kerr, 1997). Rates of cervical screening were recorded as 
being particularly low in both groups. Participant-level data were not available for this study. 
 
Study quality 
Quality varied between studies, with quality scores ranging from 15/28 (54%) to 26/31 (84%) (see 
Table 1). The two Australian RCTs were assessed to have higher methodological quality and less 
bias than the other studies and they scored highest on reporting and internal validity (Lennox et al., 
2007; Lennox et al., 2010). The cohort study scored lowest on the quality assessment tool and had 
potential risk of selection bias (Chauhan et al., 2010). In the three RCTs, neither participant nor 
researcher knew which group the participant would be allocated to when they enrolled in the trial. 
Due to the nature of the studies, both participant and GP knew when the participant was in the 
intervention group once the trial commenced, as they received the intervention (Jones & Kerr, 1997; 
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Lennox et al., 2007; Lennox et al., 2010). In all studies, participants from the intervention and 
control arms had similar characteristics at baseline. Low rates of participant attrition were evident. 
 
2.4 Discussion 
Three types of primary healthcare interventions intended to increase health actions in people with 
intellectual disability were identified. The health check was the only intervention to result in 
significant increases in the number of health actions, for example, higher rates of vision testing, BP 
measurement, and hepatitis B vaccination. The health diary alone did not result in significant 
increases in short-term health actions; however, Nguyen et al., (2014) has recently been suggested 
that diaries may have longer-term effects by increasing the communication skills of people with 
intellectual disability and empowering them when they visit health professionals (Nguyen et al., 
2014). No other literature was identified concerning health prompts, and it cannot be concluded that 
they are a viable health intervention for people with intellectual disability. Usual care was not seen 
to significantly increase health actions compared with any of the aforementioned interventions, and 
no intervention is likely to have harmed any participant. 
 
There is a paucity of information on how to increase health actions and improve health 
outcomes for people with intellectual disability. Three previous reviews examining primary 
healthcare interventions were identified; however, these were limited to the single impact of one 
type of intervention, either health checks (Robertson et al., 2014; Robertson, Roberts, Emerson, 
Turner, & Greig, 2011) or health diaries (Nguyen et al., 2013). These reviews were primarily a 
summary of qualitative and quantitative literature and there was no meta-analysis or structured 
assessment of methodological quality. A pooled analysis of the effect of health checks on health 
outcomes was identified, but this included only three of the four health check articles included in 
this systematic review (Lennox, Ware, Bain, Gomez, & Cooper, 2011). 
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2.4.1 Strengths and limitations 
This systematic review and meta-analysis, which was conducted and reported according to 
established guidelines, identifies and compares three types of primary healthcare interventions and 
includes data from over 1,500 people with intellectual disability. Nevertheless there are some 
limitations. Only five studies were identified for inclusion and there were only two 
methodologically robust RCTs. The total sample size was small, particularly for the cervical 
screening outcome. Although four of the analysed studies explored the use of health checks, data 
were available for only one other type of intervention, the health diary (Lennox et al., 2010), as no 
data were available for the notes-based prompt (Jones & Kerr, 1997). In this review we focused on 
six health actions, which were selected as they are intermediate steps on the pathway to better 
health. Mortality is the gold-standard measure of an intervention’s effectiveness; however, this 
could not be examined due to the long-term follow-up needed to sufficiently power a study with 
mortality as an outcome, and the short-term nature of studies in this population. It cannot be 
concluded that people with intellectual disability who receive a health check will achieve better 
health over their life course or longer life expectancy, but these results do suggest that health checks 
are likely to provide real benefit. 
 
Results may have been influenced by the healthcare system where the individual studies 
took place. For example, in the United Kingdom, the GP may have the support of an intellectual 
disability specialist (psychiatrist and/or nurse), whereas this is not consistently available in 
Australia. Additionally, since 2004, GPs in the UK receive financial incentives to review two of the 
health actions of interest in this study: BP and weight measurement. Although the health check 
increased measurement of these two actions, recording of BP and weight measurement in the 
English cohort study was already high. Specifically, over 77% of participants in the control group 
of the English cohort study had their BP checked, possibly as a result of the incentive process. The 
different frameworks in which health care is delivered to people with intellectual disability may 
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influence the results of health check studies. Health checks may be most effective where no 
alternative incentives are offered and where intellectual disability specialists are not widely 
available. 
 
Clinical and methodological heterogeneity was evident and many of the effect estimates 
were imprecise; however, the results were generally consistent across trials. Participants were 
drawn from the United Kingdom (UK) and Australia, and they had a broad range of age, gender, 
type and severity of disability, and residence. Authors from three of the studies suggested that 
participants with intellectual disability were representative of the population of people with 
intellectual disability (Cooper et al., 2006; Lennox et al., 2007; Lennox et al., 2010). 
 
2.4.2 Future research 
The long-term impact of these interventions should be investigated, including the role they play in 
future health, wellbeing, and quality of life. Although challenging, future research should look at 
the impact primary healthcare interventions have on mortality in people with intellectual disability. 
Future research should also consider the optimal timing of health checks and explore which 
healthcare professional should perform the health check. The influence of healthcare systems, GP 
training, incentives, and other practices should also be investigated. Lastly, ways to increase health 
check uptake are recommended. 
 
2.5 Conclusions 
Health checks are the only identified intervention at the primary care level that increase health 
promotion and disease prevention activity in people with intellectual disability. Future research 
should explore long-term health outcomes and strategies to improve implementation of health 
checks. 
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2.7 General discussion and implications 
As hypothesised, the systematic review identified health assessments as an effective intervention to 
consistently and significantly increased health actions in people with ID. The health diary and 
health prompt were not seen to significantly increase health actions. This paper complements gold-
standard evidence from several other randomised-controlled trials and literature reviews (Lennox et 
al., 2007; Lennox et al., 2010; Robertson et al., 2014).  
 
Health assessments play a unique and multi-faceted role in the health system. Health assessments 
underpin primary healthcare ideals, and were designed not only to increase health actions and 
identify current health needs in people with ID, but also to promote health and prevent disease. 
Health assessments are generally implemented in primary care (as opposed to secondary or tertiary 
care) and completed most commonly by a GP, or primary care nurse. Through use of the health 
assessment booklet, primary care providers are guided through a medical history check, a 
medication and vaccinations review, and the primary care provider completes a comprehensive 
assessment and health screening of all systems, including but not exclusive to the cardiovascular, 
respiratory, gastrointestinal and nervous system (see Appendix 2 and the next chapter for more 
detail on health assessments). This intervention prompts the primary care provider checks for risk 
factors, signs, symptoms, health conditions and disease, even when the person with ID is not 
necessarily showing or communicating signs or symptoms of ill health. These interventions are 
relatively new and there is a paucity of research on the use of health assessments in people with ID. 
Thus, the next study will delve deeper into health assessments, specifically the CHAP, identified in 
the systematic review, in order to better understand these interventions. 
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CHAPTER THREE 
Health actions prompted by health assessments for people with intellectual disability exceed actions 
recorded in general practitioners’ record. 
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3.0 Background 
Health assessments were identified in the systematic review and meta-analysis as the only 
intervention to significantly and consistently increase health actions in people with ID. Health 
assessments encompass health promotion and disease prevention activities, meaning they work 
outside of a simply ‘curative approach,’ and can also be seen to more broadly map on to primary 
healthcare ideals. Health assessments are normally implemented in primary care. 
 
3.0.1 Health assessments 
A health assessment is a structured framework, used not only to assess physical aspects, but also the 
psychological and social functioning of a person (see Hoghton & RCGP Learning Disabilities 
Group, 2010; Glasgow University Centre for Excellence in Development and Disabilities, 2006; 
Lennox et al., 2007; Lennox et al., 2010). A typical health assessment consists of a booklet, broken 
into two parts; (i) a history section, and (ii) a health review section (see Appendix 2)(see Hoghton & 
RCGP Learning Disabilities Group, 2010; Glasgow University Centre for Excellence in 
Development and Disabilities, 2006; Lennox et al., 2007; Lennox et al., 2010). The person with ID 
completes part one, the health history section, before seeing their primary care provider. In many 
cases, a caregiver (e.g., a social worker, friend or family member) will assist the person with ID to 
complete the history section and often the whole a health assessment. Part two prompts the primary 
care provider to review the history and undertake a comprehensive assessment of the person’s 
health. A health assessment generally takes place in a primary care consultation, during which the 
GP or practice nurse follows a series of prompts to systematically and proactively investigate 
different body systems (e.g., cardiovascular, sensory) for potential risk factors, symptoms, or health 
conditions, which may have otherwise gone unnoticed (e.g., elevated BP or a vision impairment).  
 
Health assessments were designed to uncover missed symptoms and conditions, and target unmet 
health needs. The identification of any health need, condition or disease should result in medical 
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intervention. This could be in the form of a healthcare plan, life-style intervention, medication 
recommendation, follow-up appointment, or referral to another health practitioner e.g., a specialist, 
a neurologist or cardiologist. Many health assessments contain an extra section where any 
recommendations, e.g., a healthcare plan, may be outlined.  
 
Worldwide, many different health assessments are available and are used to different extents in 
different countries. Health assessments tend to be similar worldwide and across marginalised 
groups (e.g., health assessments for people with ID, are almost analogous to health assessments for 
Aboriginal and Torres Strait Islanders or older people; see Chapter 4 and Appendix 2). In Australia, 
the CHAP is the most commonly used health assessment for people with ID, although the 
Department of health also provides a standard health assessment proforma for people with ID, 
which is very similar to the CHAP (see Appendix 6). Research in Australia has generally been 
conducted on the CHAP, and no studies have investigated the health assessment proforma itself. 
 
3.0.2 The Comprehensive Health Assessment Program (CHAP) 
An Australian health assessment, identified in two of the studies included in the systematic review 
is the CHAP. The CHAP is a registered intervention through ‘Uniquest’, the main 
commercialisation company of The University of Queensland (The University of Queensland., 
2014). The CHAP is used in Australia, by state governments and non-government organisations 
(NGOs, for example ‘The Endeavour Foundation’ a disability support organisation). The CHAP is 
available to service providers of adults with ID, when the person with ID receives a disability 
services delivered or funded service; however, the CHAP is not openly available to anyone with ID 
nation-wide (Queensland Department of Communities Disability and Community Care Services., 
2015). The CHAP has been used in New Zealand (NZ) (Ministry of Health, 2013) and Canada 
(Shooshtari & Temple, 2014). In Australia, a general health assessment proforma for people with 
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ID is also openly available through the Department of Health website (Australian Government, 
2013).  
 
Comparable to the health assessment described above, the CHAP consists of two parts,  
(i) The history section. This collates information about the persons’ current health status 
(specific questions include: does the person cough? does the person have any allergies? 
does the person need glasses?), with older health information (e.g., past immunisations 
and family medical history). 
(ii) The health review section. This guides the GP through a comprehensive structured 
assessment of the person’s overall health (specific categories within the CHAP include: 
sensory outcomes, immunisations, and gender specific health outcomes e.g., breast 
screen or testis check), within this section there are special prompts for syndrome 
specific risk factors (e.g., thyroid testing reminders for people with Down syndrome.  
At the end of the CHAP, an action plan section should outline follow-up health actions 
identified in the health assessment.  
 
The CHAP was initially piloted in 1999 and then trialled in several RCTs in South-east Queensland 
(Lennox et al., 2007; Lennox et al., 2010). Increases in health promotion and disease prevention 
activity were evident in the initial RCTs, including a 6.6-fold increase in detection of vision 
impairments (OR = 6.6, 95% CI = 1.1-40), a 30-fold increase in hearing testing (OR = 30.0, 95% CI 
= 4.0–230) and a 7.9-fold increase in Papaniculou smears (women’s health screening; OR = 7.9, 
95% CI =1.8-35) as a result of the CHAP intervention. Identification of new disease increased 1.6-
fold for people allocated to receive a CHAP compared to usual care (OR = 1.6, 95% CI =0.9-2.8) 
(Lennox, Ware, Bain, Gomez, & Cooper, 2011).  
 
Based on the success of the intervention, a Medicare rebate (an Australian GP financial incentive, 
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see Text box 2.) was created for annual health assessments (e.g., the CHAP) for people with ID in 
2007. Currently, four MBS items are available for health assessments based on consultation 
duration (items 701, 703, 705 and 707)(Australian Government, 2013).  
 
 
Although the health assessment consultation is heavily subsidised, any follow-up health actions 
may prove costly to the person with ID. Follow-up actions may include repeated GP visits, changes 
to medication, and/or referrals to other specialist practitioners. The financial impact of the CHAP on 
yearly medical costs for adults with ID was thus explored. The CHAP produced increases in clinical 
activity, but no overall increase in cost (Gordon, Holden, Ware, Taylor, & Lennox, 2012). Patients 
receiving health assessments incurred total medical costs of $4523 (95% CI: $3521 to $5525) 
similar to those receiving usual care without a health assessment $4466 (95% CI: $3283 to $5649) 
(Gordon et al., 2012). 
 
The CHAP is, (i) used in Australia and internationally, (ii) effective at increasing health actions in 
people with ID, (iii) subsidised by Medicare, (iv) results in no additional medical expense to the 
person with ID, and (v) has been the subject of previous high-quality research. This makes the 
Text box 2. Comparison of GP imbursement rates for a normal consultation (based on 
time), compared to GP rates for undertaking a Health Assessment (based on time). 
 
23 Consult Standard Level B, less than 20 mins   $37.05 
36 Consult Long Level C, less at least 20 mins   $71.70 
44 Consult Prolonged Level D, at least 40 mins   $105.55 
 
701 Health assessment, brief <30 mins    $59.35 
703 Health assessment, standard 30-45 mins   $137.90 
705 Health assessment, long 45-60 mins   $190.30 
707 Health assessment, prolonged 60+ mins   $268.80 
 
As one can see, health assessments for people with ID come with significant financial benefits 
for the GP. 
(Department of Health., 2015) 
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CHAP an appropriate choice for further research on health assessments for people with ID. 
Researchers speculated that the results in the initial CHAP RCTs were in fact an underestimation of 
the true effectiveness of the intervention, and they suggested that the level of health activity in the 
health assessment booklet would be higher than that measured from GPs medical records. To allow 
for comparison between the usual care (control) group and the health assessment intervention 
group, data for health actions have typically been extracted from GP medical records in all 
international studies. Data have never been analysed from health assessment booklets. This second 
study was thus a deeper investigation of the health assessment to explore health action activity 
contained in the health assessment booklet itself. Once again, due to the nature of the study, ethical 
approval (HREC) was not required 
 
3.0.3 Aims  
(a) to quantify the true number of health actions resulting from health assessments for people with 
ID, by comparing health actions recorded in health assessment booklets to actions recorded in GPs 
medical records, to:  
(b) to gain a deeper understanding of the use of the CHAP in primary care and the healthcare of 
people with ID, and  
(c) to explore whether health assessments may facilitate improved documentation and recording of 
healthcare encounters. 
 
3.0.4 Hypothesis 
(1) more health actions would be recorded in the health assessment booklet compared to the GPs 
notes. 
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Output (complete) 
One peer review paper published in Australian Journal of Primary Health.  
Manuscript ID: PY14007 
Manuscript accepted 22 April 2014.  
Doi: 10.1071/PY14007.   
 
3.1 Introduction 
People with intellectual disability experience poorer health-care outcomes than their peers in the 
general population (Beange 1996). Numerous barriers to high-quality health care have been 
identified, including consultation time constraints; GPs’ lack of training, inexperience and 
inadequate knowledge of available resources; examination difficulties; problems with 
communication and understanding; poor compliance with management plans and poor continuity of 
care (Felce et al,. 2008; Koritsas et al., 2012). Guided health assessments are one way to minimise 
some of these barriers experienced by people with intellectual disability, through improved 
communication between, and empowerment of, the patient, their carer and their GP (Robertson et 
al., 2011). 
 
The Comprehensive Health Assessment Program (CHAP) is one health assessment tool, in the 
form of a two-part booklet, designed for a one-off use. Part one, a thorough health history, is 
completed by the care provider and person with intellectual disability before the GP consultation. 
Part two provides information on common unmet and syndrome-specific health needs, and prompts 
the GP to review the history and perform a guided assessment of the person’s health, before 
completing a health action plan. Benefits of the CHAP have been demonstrated in randomised 
controlled trials (RCTs), where health actions were extracted from GP medical records, and the 
 86 
CHAP intervention group was compared with the Usual Care group (Lennox et al., 2007; Lennox et 
al., 2010). Two RCTs collected GP health action data for 338 usual care and 357 CHAP 
participants, and found that adults allocated to receive a CHAP consistently received a significantly 
higher number of heath actions, such as more vision testing (odds ratio (OR) = 4.2; 95% confidence 
interval (CI) = 2.3–7.4), hearing testing (OR = 10.8; 95% CI = 3.4–34.3) and more weight 
measurement (OR = 3.5; 95% CI = 2.1–6.0) (Lennox et al., 2011). 
 
In these two RCTs investigating the CHAP, researchers speculated that the level of health activity 
seen in the CHAP booklets appeared to be higher than in the medical records, although this 
difference was never assessed. Consequently, the true effect of the health assessment may have 
been under-reported. No previous study involving this population has compared health actions 
extracted from GP records with actions extracted from health assessment booklets. The aim of this 
study was to more accurately quantify the effect of a health assessment for people with intellectual 
disability by comparing health promotion and disease prevention actions recorded in the CHAP 
booklet to actions recorded in GP medical records. 
 
3.2 Methods 
Data were pooled from three clustered RCTs conducted by the same research team in South-East 
Queensland, Australia, between 2000 and 2010. Ethical approval was attained from The University 
of Queensland. The CHAP was used in all three studies and outcomes were recorded identically. 
All participants who had data from their CHAP booklets and GP records were included in this 
study. 
 
The first trial, known as the Endeavour Foundation CHAP (EF-CHAP) Study, was conducted in 
2000–2001 with adult participants with intellectual disability who lived in 24-h supported 
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accommodation (Lennox et al. 2007). Two hundred and thirty-four participants were allocated to 
the CHAP intervention group and 219 to the usual care group. The second trial, known as the 
Advocacy and Health (A&H) Study, was conducted in 2004–2005 with participants who lived in 
the community (Lennox et al. 2010). Interventions tested were the CHAP and the Ask diary, a hand-
held personal health diary designed for ongoing use in consultations; 61 participants were allocated 
to receive the CHAP only; 57 to receive the Ask diary only, 77 to receive both the CHAP and the 
Ask diary, and 77 to usual care. As the Ask diary alone had no significant effect and there was no 
interaction effect between the diary and the CHAP, all participants allocated to receive a CHAP (n 
= 123) were compared with those who were not (n = 119). The third trial, known as the Ask study, 
was conducted in 2007–2010 among adolescents who attended special schools or special education 
units (Lennox et al. 2012). There were 347 participants who were allocated to receive both the 
CHAP and have the Ask diary and 246 allocated to receive usual care. 
 
Health action variables that could be extracted from the CHAP booklet and GP records were 
compared, when both were available. The health actions examined were: vision assessment, hearing 
assessment, weight measurement, blood pressure check, skin examination, Tetanus and Hepatitis B 
immunisation, breast check and Papanicolaou smear (where relevant). The CHAP booklet was 
returned to the research team after the one-off health assessment. Data from GP records were 
extracted for 12 months following the CHAP. Health actions were considered to have occurred if 
this was indicated in the booklet or mentioned over the 12 month period in the GP records. 
 
3.2.1 Statistical methods 
Data were summarised using frequencies and percentages. The association between data source 
(CHAP or medical records) and health action was reported as a relative risk (95% confidence 
interval). Data was stratified by study and combined using Mantel–Haenszel weights. Analysis was 
undertaken using Stata statistical software (StataCorp, College Station, TX, USA). 
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3.3 Results 
The total number of participants for whom both CHAP booklet and medical record data was 
available was 489, with 217 from the EF-CHAP Study, 111 from the A&H Study and 161 from the 
Ask Study. Participant age ranged from 10 to 75 years and 60% were male. 
 
Health actions were more frequently recorded in the CHAP booklet than in the GP records (Table 
1). Notably, tests for sensory impairment were significantly more likely to be recorded in the CHAP 
booklet; for example, hearing tests were 5.9 times more likely (95% CI = 4.7–7.4), and vision tests 
were 2.6 times more likely (95% CI = 2.2–3.0) to be recorded in the CHAP booklet. For women’s 
health measures, it was 3.9 times more likely that a breast check would be recorded (95% CI = 2.7–
5.7) and 2.3 times more likely a Papanicolaou (Pap) smear (95% CI = 1.3–4.1) would be recorded 
in the CHAP booklet than the GP records. The overall trend, seen in every measured variable, was 
that significantly more information was recorded in the CHAP booklet compared with the GPs 
medical records. Differences tended to be larger for activities that are undertaken irregularly, such 
as hearing and vision tests, than for routine activities, such as a blood pressure check. 
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Table 3. Number (%) of sensory tests and health promotion and disease prevention actions, 
with pooled risk ratios and 95% confidence intervals, and risk ratios for each included study 
A&H, Advocacy and Health Study; Ask, hand-held personal health diary designed for ongoing use 
in consultations; CHAP, Comprehensive Health Assessment Program; EF-CHAP, Endeavour 
Foundation-CHAP; RR, risk ratio 
 Medical 
records, 
n (%) 
CHAP 
booklet, n 
(%) 
RR (95% 
CI)C 
RR; 
EF-
CHAP 
RR; 
A&H 
RR; 
Ask 
Sensory systems       
 Vision test 
performedA 
131 
(26.8) 
336 
(69.0) 
2.6 (2.2–3.0) 3.1 3.3 2.2 
 Hearing testA 69 (14.1) 409 
(83.6) 
5.9 (4.7–7.4) 5.7 4.9 7.4 
Immunisations       
 Tetanus/diphtheria 
immunisation given 
70 (28.3) 80 (32.5) 1.2 (0.9–1.5) 1.1 1.5 – 
 Hepatitis B 
immunisation given 
42 (16.4) 70 (27.3) 1.7 (1.2–2.3) 1.8 1.3 – 
Blood pressure and 
weight 
      
 Blood pressure 
checkedA 
261 
(53.4) 
468 
(95.7) 
1.8 (1.6–2.0) 1.8 1.6 1.9 
 Weight recordedA 271 
(55.4) 
478 
(97.8) 
1.8 (1.6–1.9) 2.1 1.6 1.5 
Women’s health       
 Breast checkB 24 (18.5) 94 (72.3) 3.9 (2.7–5.7) 4.3 3.3 – 
  Papanicolaou smearB 14 (10.9) 32 (24.8) 2.3 (1.3–4.1) 2.3 2.0 – 
Other       
 Skin examination 39 (11.9) 309 
(94.2) 
7.9 (5.9–
10.7) 
9.0 6.4 – 
AStudies EF-CHAP, A&H and Ask (n = 489); other outcomes studies EF-CHAP and A&H only (n = 
328). 
BWomen only (n = 130). 
CAll differences between CHAP booklets and medical records are statistically significant at the P < 
0.05 level, except tetanus/diphtheria immunisation. 
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3.4 Discussion 
Health actions were significantly more likely to be recorded in the health assessment (CHAP) 
booklet than in GP records. This increase is over and above the already observed significant 
increase in health actions due to receipt of a health assessment rather than usual care. This suggests 
that the substantial effects found in the original randomised controlled trials are likely to be a many-
fold underestimate of the positive impact health assessments have on primary health care in people 
with intellectual disability. Time restraints are a known barrier within a consultation (Lennox et al., 
1997) and one plausible explanation for this difference may be that after filling out the detailed 
CHAP booklet, GPs were less inclined to copy across all of the health actions into their medical 
records. 
 
One of the strengths of this study is that data analysed were obtained from three RCTs. The same 
tool was used in all three trials, with consistent outcome measures and data extraction procedures. 
While the research question was asked retrospectively, all trials were methodologically rigorous. 
Within outcomes, effect sizes were similar across trials. Although studies were conducted between 
2000 and 2010, the extended time frame is unlikely to bias results, as recording in the CHAP 
booklet or GP records is unlikely to have changed over time. Data were collected as part of the 
GPs’ usual practice and the study team had little contact with GPs, meaning the results are likely to 
be similar to those from ‘unobserved’ general practice. While we have shown that clinical actions 
were noted even more than previously believed, one limitation is that we have no comparable data 
for individuals receiving their usual care (the control group); as by definition, they did not have a 
health assessment. 
 
Despite this demonstrated increase in health actions, less than 1% of Australians with intellectual 
disability received a health assessment between July 2007 and August 2009 (Koritsas et al., 2012). 
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These latest findings strongly support better incorporation of health assessments for people with 
intellectual disability into routine primary health-care practice. Increasing health assessment 
implementation and uptake could be initiated at the primary health-care level, and exploring 
methods to encourage and simplify the delivery of health assessments within general practice 
requires further work. The use of practice nurses to perform the bulk of the health assessment, in 
collaboration with the GP, reduces GPs’ time constraints and has been explored in the UK as a 
promising option (Melville et al., 2006). Furthermore, integrating health assessments into GP 
software systems would improve usability, efficiency and reduce the need for ‘duplicate recording’. 
These results also suggest that it may be useful for future trials to collect data and ideally report 
from multiple sources to ensure a more in-depth understanding of any intervention. 
 
We have shown that health assessments increase health actions, which are intermediate steps on 
the path to better health. It is likely that health assessments provide real benefit in this population by 
prompting appropriate health-care activities and addressing unmet health needs. 
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3.6 General discussion and implications 
This study indicates the CHAP increased health actions to a significantly greater extent than 
previously demonstrated (Byrne et al., 2014). These findings also suggest the health assessment 
leads to improved documentation and information recording (Byrne et al., 2014), in a population 
where this is lacking (Heslop et al., 2013). This research further supports implementing health 
assessments as an effective way to improve healthcare and health outcomes for people with ID.   
 
Regardless of the positive outcomes resulting from the CHAP, very few Australians with ID 
received a health assessment between 2007-2009 (Koritsas, Iacono, & Davis, 2012). Research 
continues to demonstrate that people with ID face health and healthcare inequities, and the one 
healthcare intervention that has been shown to be effective in several studies, the health assessment, 
is not being used to its full capacity. This leads to the third study, a review of health assessment use 
in other vulnerable populations, and then an exploration of barriers to their use in people with ID.  
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CHAPTER 4 
Uptake of health assessments in vulnerable populations: barriers and recommendations 
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4.0 Background 
Research indicates health assessments for people with ID are (i) financially viable, (ii) they improve 
documentation and recording, and (iii) they significantly and consistently increase the number of 
health actions (Byrne et. al., 2014; Gordon et al., 2012; Robertson et al., 2014). An increased level 
of health-related activity has the potential to contribute positively to longer-term health outcomes 
(Buszewicz, Griffin, McMahon, Beecham, & King, 2010). Health assessments for people with ID 
should be considered to constitute an effective and important intervention to improve the health of 
people with ID, and also to improve healthcare i.e., through strengthened primary care and primary 
healthcare ideals.  
 
Worldwide movements to improve the care of this population have meant health assessments for 
people with ID are becoming more widely accepted and available to people with ID in many 
developed countries. In Australia and the UK, policy initiatives and financial incentives promote 
health assessment use for people with ID. Regardless of these, uptake of health assessments for 
people with ID remains low. Whilst an ideal approach would be to interview all users of the health 
assessment for people with ID to inquire about usability and barriers, due to time and scope 
restrictions and the inherent barriers with conducting research with people with ID, an exploratory 
study will be the first approach. This study commences by describing and appraising uptake of 
health assessments for people with ID in the UK and Australia, as this is where the majority of 
research has been completed. Health assessments for people with ID have also been used in New 
Zealand, Northern America and other European countries; however, limited research exists on their 
utilisation. 
 
Health assessments are also available for other vulnerable populations, including, refugees, 
Aboriginal and Torres Strait Islander people, former Australian Defence Force (ADF), and older 
people (see Appendix 2 & 7). The structure and content of health assessments is comparable 
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worldwide and across other marginalised groups (see Appendix 2). Exploring health assessment use 
in other populations may provide insightful, instructive and relevant to health assessment use in 
people with ID, and thus the final aim of understanding and improving health assessment use in 
people with ID. The uptake of similar health assessments for other vulnerable populations, i.e., 
Aboriginal and Torres Strait Islanders and older people (over 75+ years) will then be discussed in 
an attempt to link research on uptake and barriers to health assessments use in other vulnerable 
populations, to allow for a deeper understanding of potential barriers to health assessment use in 
people with ID. These findings will be applied to people with ID, and multiple barriers will be 
investigated, from an individual level, through to an exploration of system level barriers. To 
conclude this chapter, recommendations will be made to increase health assessment uptake to 
contribute to the improved healthcare for people with ID.  
 
4.0.1 Aims  
(a) to compare health assessment uptake in people with ID in the UK and Australia, and health 
assessment uptake in other vulnerable populations, to:  
(b) better understand health assessment use and barriers to uptake in vulnerable populations, with a 
focus on people with ID, and 
(c) make recommendations to overcome barriers and increase the uptake of health assessments, to 
try to provide direction to improve the healthcare and health outcomes for people with ID.  
 
4.1 Health assessment uptake 
4.1.1 Health assessment uptake for people with ID in the United Kingdom 
In the UK, health assessments are typically termed ‘health checks.’ Several different health checks 
exist, including the C21 health check and Cardiff health check for people with ID (both were 
identified in the systematic review; see Chapter 2). These interventions are generally similar to each 
other and the CHAP. For the purpose of this document, all of these interventions will be called 
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health assessments for consistency and ease of understanding.  
 
In the UK, as part of the ‘Quality and Outcomes Framework’ (QOF), GPs receive additional 
financial incentives for maintaining registers of people with ID (Lodge, Milnes, & Gilbody, 2011; 
NHS Employers Quality and Outcomes Framework, 2008). Based on recommendations from the 
UK Disability Rights Commission, annual health assessments were introduced for people with ID 
on local ID authority registers. Grounded in national priorities and agreements, many primary care 
practices provide annual health assessments for people with ID as a part of the ‘Direct Enhanced 
Services’ (DES) initiative (Kenney, Turner, Glover, & Hatton, 2014; Thurso & Halkirk Medical 
Practice., 2012). Through the Direct Enhanced Service initiative, GPs are offered on average £102 
per health assessments for someone with ID (Fitzgerald & Dorman, 2014). Health assessments were 
first available in Wales in 2006, and then England in 2008.  
 
Health assessment uptake has increased yearly. Initial uptake in Wales (July 2006) was 31%, which 
rose to 41% within 2 years (September 2008) (Perry, Kerr, & Felce, 2010), and more recent figures 
from England indicate that 53 % of people with ID received a health assessment in 2011/2012, up 
from 41% in 2009/10 (Glover, Emerson, & Evison, 2012). As this research was premised only on 
people with ID who are registered on the local authority register, researchers did suggest that these 
figures might be an underestimation of the true number of people with ID in the UK (Glover et al., 
2012). General literature suggest that GPs are unfamiliar with identifying and assessing severity of 
ID, resulting in under-detection and poor validity of ID registers (Lodge et al., 2011; NHS 
Employers Quality and Outcomes Framework, 2008). This would make these uptake figures 
inflated and therefore inaccurate (Glover et al., 2012). 
 
4.1.2 Health assessment uptake for people with ID in Australia 
In Australia, health assessments for people with ID are incorporated into the universal healthcare 
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scheme called Medicare. As is the case in the UK, health assessments for Australians with ID are 
subsidised through the healthcare system to encourage their use (see Text box 3, in Chapter 3) 
(Australian Government, 2013). An Australian healthcare practitioner would identify a person with 
ID; however, in Australia there is no official ID registry or database (as is available in the UK). 
Individual GPs and medical centres would be expected to diagnose people with ID and keep their 
own individual record of the diagnosis. If the person with ID was to present to another medical 
centre or GP, the onus would be on the new healthcare provider to diagnose the person with ID 
again. The CHAP health assessment itself is not directly available to the GP, but can be obtained by 
service providers of people with ID (discussed below; see Text box 3), although a health assessment 
proforma is widely available through the Department of Health website (see Appendix 6 & 7).  
 
In contrast to the UK, uptake of health assessments for Australians with ID is extremely low. The 
latest available figures indicate less than 3% of all Australians with ID received a health assessment 
between July 2007- April 2009 (Koritsas et al., 2012). In some states, less than 1 % of all people 
with ID had a health assessment. In Australian Capital Territory (ACT), only 64 people with ID had 
a health assessment, representing <1% of the ACT population of people ID, and in the Northern 
Territory, only 20 people with ID had a health assessment, representing <0.5%. This is a mere 
fraction of the population of Australians with ID. These figures are substantially lower than health 
assessment uptake in the UK, which suggested that approximately 50% of all diagnosed people with 
ID had a health assessment.  
 
These Australian findings are based on ‘use of a health assessment in a consulting room’ (old 
Medicare item 718) and the previous nationwide ID prevalence rate, as there is no local register of 
people with ID in Australia (Koritsas et al., 2012). The prevalence rate used in this paper was 
1.86% (i.e., that 1.86% of the total Australian population experience ID). More recent prevalence 
estimates suggest that 2.9% of the Australian population experiences ID (Australian Bureau of 
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Statistics., 2012a; Koritsas et al., 2012). Thus implying that this uptake rate, <3% of Australians 
with ID had a health assessment, may also be a gross over-estimation of the true uptake figure. 
Unfortunately, current data are not available on health assessment uptake for people with ID, as 
health assessment items have been grouped together for all marginalised populations (i.e., data is 
available on health assessments for vulnerable populations as one whole group, i.e., people with ID, 
refugees, people with chronic conditions, and older people together) since May 2010.  
 
The reference points for participant eligibility were different in both studies. In the UK they 
compared their uptake figures to the number of people registered on the local authority register, 
whereas in Australia uptake rates were compared to population-wide prevalence rates. Prevalence 
figures and local authority registers are dependent on the definition of ID, the person diagnosing ID, 
cut-offs for severity, and data sources, documentation and recording, and hence these numbers may 
be inaccurate. This poses a problem for determining robust estimates of prevalence and compiling 
accurate authority registers, and thus impacting on the accuracy of health assessment uptake studies. 
This suggests caution needs to be taken when analysing and extrapolating health assessment uptake 
results.  
 
Whilst it is hard to determine exact uptake figures for health assessments for people with ID, it is 
evident that uptake is low, most notably in Australia. This low uptake suggests there may be 
barriers to health assessment use, for example, accessibility difficulties. Due to the timeframe and 
scope of this study, and because the design, structure, content and use of health assessments are 
generally analogous worldwide and within different marginalised groups, the next section will draw 
on information from other populations to broadly explore health assessment use and potential 
barriers within the Australian system. This can later be applied to health assessment uptake in 
people with ID.  
 
 101 
4.2 Introduction to health assessments in other vulnerable populations in Australia 
In Australia, primary care providers can use Medicare subsidised health assessment items to 
undertake a more comprehensive assessment of the health of high-risk people, or people with 
complex care needs (see Appendix 2 & 7). In Australia four MBS items are available for health 
assessments, based on consultation duration, not group membership (items 701, 703, 705 and 707), 
excluding the Aboriginal and Torres Strait Islander health assessment which has a separate 
Medicare item (item 715) (Australian Government, 2013). Health assessments for adults aged 75-
years-and-over and health assessments for Aboriginal and Torres Strait Islander people will be 
discussed, as limited information was available on health assessment uptake in other groups.  
 
4.2.1 Health assessments for adults aged 75 years and over 
Health assessments for adults aged 75 years and over (the 75+HA) were introduced in Australia by 
the Commonwealth Department of Health and Aged Care in 1999 (Department of Health and 
Ageing 2010). People who live in the community, aged 75 years or older, or Aboriginal and Torres 
Strait Islanders who are 55 years or older are eligible for this health assessment (Australian 
Government, 2015a). This age represents the time at which people are most likely to experience an 
increased level of ill health and disability. The main purpose of the 75+HA is to evaluate health 
needs and the risk of adverse events to facilitate timely and appropriate intervention to prevent 
further decline in function or complications associated with aging (Gray and Newbury 2004).  
 
The Australian Department of Health provides information and explanatory notes, which detail 
tasks and matters that should to be performed as part of the health assessment (Australian 
Government, 2015a). There is no one set health assessment form to record the results of the 
75+HA; however, a downloadable proforma for the health assessment is available on the 
government website and this can be used (see Appendix 5 & 7: Australian Government, 2015a). 
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There are increasing numbers of online materials regarding the 75+HA, including (i) templates for 
medical practices to invite people to have a 75+HA (see Appendix 3), (ii) easy English information 
tailored to people over 75 years of age, to ensure they are not only aware of, but understand the 
75+HA (see Appendix 4), and (iii) free-to-access fact sheets, explanatory notes, and a health 
assessment proforma (see Appendix 5 & 7). To encourage use, the 75+HA can take place in the 
persons’ home and not only in a consultation room at a medical centre (Hamirudin, Ghosh, 
Charlton, & Bonney, 2014). The involvement of other family members, and also nurses and 
healthcare providers through nursing homes may act as an attenuating factor, to ensure timely and 
appropriate healthcare delivery. 
 
Uptake of the 75+HA has increased 6-fold in the last decade; however, remained low and recent 
figures suggest approximately 20% of the eligible population received a 75+HA (Hamirudin et al., 
2014). One study suggested the majority of general practices sampled, 380 out of 506 practices 
(75%), did not routinely invite eligible patients to undertake a 75+HA, and that a lack of awareness 
of the 75+ HA may have hindered uptake (Chew, Wilkin, & Glendinning, 1994). Uptake figures 
tended to be higher in women than men, and thus researchers suggested that women may be more 
proactive in health-seeking behaviour (Byles, Young, & Wheway, 2007; Chan, Amoroso, & Harris, 
2008). Although uptake was low, it was still higher than health assessment uptake rates in 
Australians with ID.  
 
4.2.2 Aboriginal and Torres Strait Islander health assessments 
Medicare-funded Indigenous-specific health assessments have been progressively introduced in 
Australia over the last few decades. As previously mentioned, in 1999, the ‘Elderly’ Aboriginal and 
Torres Strait Islander health assessment was made available (Australian Government, 2015a). In 
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2004, a new Medicare item was introduced for health assessments for Aboriginal and Torres Strait 
Islander people aged 15–54 years, and health assessments are also now available for children (< 15 
years of age; see Appendix 7; Australian government, 2015b; Australian Institute of Health and 
Welfare, 2015; The National Aboriginal Community Controlled Health Organisation (NACCHO) 
and The Royal Australian College of General Practitioners (RACGP), 2012).  
 
The aim of the Aboriginal and Torres Strait Islander Health assessment is to ensure they receive 
healthcare matched to their needs, to address access issues, encourage early detection, prevent 
chronic disease and associated complications, reduce high rates of undetected risk factors and 
improve diagnosis and intervention for common and manageable symptoms and health conditions 
(The National Aboriginal Community Controlled Health Organisation (NACCHO) and The Royal 
Australian College of General Practitioners (RACGP), 2012). A health assessment proforma and 
information regarding the Aboriginal and Torres Strait Islander heath assessment are also available 
online (see Appendix 5 & 7; Australian Government, 2015a, 2015b). For the Aboriginal and Torres 
Strait Islander heath assessment, a separate Medicare item exists, and there is no time or complexity 
requirement to encourage their use in rural communities (Australian government, 2013; 2015b).  
 
Aboriginal and Torres Strait Islander health assessment uptake has also increased between 2009-
2012; however, it continues to remain low, below 10% (Jennings , Spurling, & Askew, 2013). 
Health assessments for Aboriginal and Torres Strait Islanders represent a large financial and human 
resource investment. Reasons for higher uptake in this population, compared to people with ID, 
could be due to this investment - encouraging people to address the health needs of Aboriginal and 
Torres Strait Islander people, but also due to their personal involvement in their healthcare, i.e. a 
better awareness of health needs, the ability to self-determine, and capacity to understand, thus 
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allowing them to participate more actively in their own healthcare. Research indicates, as is the case 
with health assessments for people with ID that more work is required across various levels to 
uncover barriers, increase use and ensure health assessments result in real-world health benefits 
(Bailie et al., 2014).  
 
4.2.3 Factors promoting health assessment use in people over 75 years of age and Aboriginal 
and Torres Strait Islanders 
Although health assessment uptake remains low in Australia, use of the 75+HA and the Aboriginal 
and Torres Strait Islander health assessment were higher compared to uptake of the health 
assessment for people with ID. Reasons for greater uptake of the 75+HA and Aboriginal and Torres 
Strait Islander health assessment could include,  
(i) information, explanatory notes and health assessment proformas were widely available 
online and free, for anyone to download, and no competing private health assessment 
was identified (for people with ID there is the CHAP as well as the health assessment 
proforma), 
(ii) health assessments and the accompanying research and information has been available 
for a longer time for people over 75 years of age and Aboriginal and Torres Strait 
Islander people, and thus there may be greater awareness, more research dissemination, 
and better training and education available for these specific health assessments (health 
assessments for people with ID are still very new), 
(iii) people over 75+ years and Aboriginal and Torres Strait Islander people may have more 
individual capacity to be proactive and involved in their healthcare, and there may also 
be familial involvement, for example, these two population groups may be less reliant on 
paid caregivers, and they may also have children who live with them or regularly visit 
 105 
and assist with healthcare (compared to people with ID, who may have no children and 
rely more heavily on paid support),  
(iv) invitations, letters, and pamphlets have been used, although sparingly, to encourage use 
health assessment use for these other marginalised groups,  
(v) nurses have been made available to assist with these health assessments in these other 
vulnerable populations, and 
(vi) the location and timing of these health assessments is allowed to be more flexible, the 
75+HA can be done at home, and time-frames for health assessments for Aboriginal and 
Torres Strait Islanders are different to improve access for people living in remote 
communities. 
Research into health assessments for vulnerable populations is still relatively new, and these 
proposed reasons for improved uptake in people over 75 years of age and Aboriginal and Torres 
Strait Islanders are more speculation, as opposed to conclusive statements. What is clear, however, 
is that uptake of health assessments in Australia is low, and that multiple factors are most likely at 
play. This leads to a discussion on the barriers that may hinder health assessment uptake specifically 
for people with ID in Australia. 
 
4.3 Barriers to the uptake of health assessments in Australia 
4.3.1 Person with ID 
First and foremost, people with ID may be unaware of health assessments. These health assessments 
have only been introduced recently and limited literature is available regarding health assessments 
for people with ID. When information does exist, it is often presented in an ‘academic’ way, e.g., 
journal articles on health assessments published in medical journals, which are not easily accessed 
or understood by people with ID. ‘Easy English’ pamphlets with images on health assessments for 
people with ID are not commonly available. In Australia, a health assessment proforma is available 
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for people with ID, and the CHAP, a private health assessment, has also been used in this 
population (in the UK several health assessments do exist) (see Chapter 2 and Appendix 6; 
Australian Government, 2013). This disparity in the availability of different health assessments, 
through different portals, one government and one private, may confuse health assessment users, 
including person with ID, trying to obtain a health assessment.  
 
Regarding the CHAP, it is available through the University of Queensland’s commercialisation 
company, and ‘Service Initiatives’ on the Communities website, but not the Department of Health 
(see Text box 3). In accordance with the CHAP licensing agreement, GPs, caregivers, and people 
with ID cannot directly access the CHAP (Queensland Department of Communities Disability and 
Community Care Services., 2015; see Text box 3). The licensing agreement only permits 
Queensland service providers who provide a delivered or funded disability service to an adult with 
ID to access the CHAP, i.e., The Endeavour Foundation (Queensland Department of Communities 
Disability and Community Care Services., 2015). If the person with ID knows of the CHAP, and is 
entitled to receive a CHAP, they may need to request, organise and coordinate to receive a CHAP 
through their disability service provider. The specific service provider has to be willing and 
proactive enough to register, pay, receive and distribute the CHAP, on behalf of the person with ID 
(Queensland Department of Communities Disability and Community Care Services., 2015). This 
poses as a barrier to uptake as it limits who is able to access the CHAP and through which avenues. 
Even when the person with ID is entitled to the CHAP and would benefit greatly from it, the 
process of obtaining a CHAP may be challenging for someone with ID. 
 
Alternatively, a health assessment proforma (the standard government provided health assessment, 
and not the CHAP) would need to be obtained. Whilst this is openly available to all users, it would 
still require the person with ID (or their healthcare provider or caregiver) to go online, find the 
appropriate Department of Health website and link, and download and then print the proforma. It 
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can be suggested that obtaining a health assessment, the proforma or the CHAP, may be difficult for 
someone with ID. Upon completion of this step, obtaining a health assessment, the person with ID 
is then faced with filling out the health assessment booklet and entering the health system, through 
primary care, to undertake the comprehensive health assessment.  
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 Text Box 3. Obtaining a CHAP 
 
This outlines the online information available about the CHAP for people with ID in Australia. 
 
One link is available through the ‘Communities’ website; however, there are several links to follow before 
discovering health assessments. These links are ‘Disability services,’ ‘Supports and Services,’ ‘For 
service providers,’ then ‘Service initiatives.’ 
 
https://www.communities.qld.gov.au/disability/support-and-services/for-service-providers/service-
initiatives/comprehensive-health-assessment-program-chap 
 
Disability Services 
Support and services 
For service providers 
Service initiatives 
Comprehensive Health Assessment Program (CHAP) 
The department is making available an easy to use Comprehensive Health Assessment Program (CHAP) document to enable 
improved identification and documentation of the health needs of adults with an intellectual disability. CHAP was developed by 
the Queensland Centre for Intellectual and Developmental Disability as a two-part document. It is a questionnaire that 
documents the patient's health history and provides the GP with prompts and guidelines relating to health issues for this 
population. 
CHAP is available to every adult with an intellectual disability in Queensland who receives a Disability Services delivered or 
funded service. 
 
Service Providers in Queensland who provide support to adults with an intellectual disability can register to download the 
CHAP on behalf of their clients. In accordance with the licensing agreement Disability Services is unable to provide the 
CHAP document to individuals. If a Service Provider is contacted by an adult with intellectual disability, a family member or 
carer who requires a copy of the CHAP document; please register to download the document. Please note that Disability 
Services is periodically provided with updated versions of the CHAP document and it is therefore advisable to download the 
latest version each time a request is made. 
The document can then be completed by individuals, family members, carers, general practitioners and staff of government and 
funded non-government service providers on behalf of a person with an intellectual disability. 
Register to download CHAP. 
You will receive login details by email, containing your organisation’s Username and Password. 
Download the CHAP document. 
Provide the document to the appropriate person for completion. 
Complete the first part of the document for the person, part one (questions 1-24). 
Make a long appointment for the person with their usual general practitioner.  Medicare supports the assessment. 
Take the CHAP document to the appointment with the general practitioner. 
The GP will review the first part of the patient's CHAP document and complete the second part while examining the person. 
It is important to complete the Action Plan at the end of the consultation. 
We recommend that one copy of the Action Plan be kept with the person's personal record, and one copy remains with the 
CHAP document. 
 
(Queensland Department of Communities Disability and Community Care Services., 2015). 
 
One link is available through the ‘UniQuest eShop’ website. 
http://eshop.uniquest.com.au/ 
 
Welcome to the UniQuest eShop! 
The UniQuest eShop provides access to a broad range of products. These have been developed by researchers at The University 
of Queensland (UQ), and are available through UniQuest – the main commercialisation company of UQ. 
Your interest in purchasing a UQ product may have led you to this page from an affiliated organisation’s website who has 
utilised UniQuest’s eShop for their particular products. 
The UniQuest eShop provides professionals, interested individual consumers and researchers access to evidence-based products 
which have been commercialised by UniQuest. 
 
(The University of Queensland., 2014) 
 
 
 109 
 
Whilst health assessments are designed to be easy for people with ID to follow and understand, 
there are still inherent barriers, especially for those with severe ID (The Centre for Developmental 
Disability Health Victoria., 2014). It is estimated that almost 60% of Australians with ID experience 
comprehension or communication limitations (Australian Government, 2008a). Comprehension and 
communication limitations and poor health literacy, would impact on the ability of someone with 
ID to (i) approach, liaise with, and organise getting a health assessment through one of two different 
avenues, (ii) remember, describe and record their health history in the health assessment booklet, 
(iii) understand, explain and discuss current symptoms or health conditions, and (iv) understand, 
communicate and participate in medical assessments or procedures required as part of the health 
assessment (Beange & Durvasula, 2001; Beange, 1996; Lennox & Kerr, 1997). People with ID 
could find any, or all of these tasks overwhelming.  
 
The relationship between anxiety and/or stress, and challenging behaviours is unclear and difficult 
to evaluate. Some literature does however suggests that there is a link and that stress may result in 
challenging behaviours (Howlin, P., 1998; Groden, J., Cautela, J., Prince, S., and Berryman, J. 
(1994). Health assessments, as with other healthcare procedures, can induce anxiety and stress and 
several factors may influence this level of stress. These factors include anticipated embarrassment, 
perception of pain related to procedures and the assessment, fear or anxiety related to procedures 
and assessments, and fear or anxiety related to results (Jepson et al., 2000). Pap smears, breast 
screening, testis examination, blood tests, and vaccinations often induce considerable anxiety, and 
these are all part of a standard health assessment (Centre for Developmental Disability Studies., 
2006; Davies & Duff, 2001; Durvasula, Beange, Baker, & Bell, 2004). The length, breadth and 
depth of content of the health assessments may seem overwhelming to someone with ID. Someone 
with ID may not understand the health assessment, nor the procedures involved in the health 
assessment, and this may induce considerable anxiety. In the event that a health assessment induces 
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anxiety and stress for the person with ID, there is a chance that they will exhibit challenging 
behaviours. This may in turn impact on the entire health assessment encounter, and also further on 
the caregiver and healthcare practitioner and their ability and willingness to assist (see Caregiver 
section below; Mills, S. & Rose, J. 2011). Experiencing stress as the result of a health assessment 
can reinforce anxiety and negative attitudes towards healthcare, further making the provision of 
future high-quality healthcare for people with ID difficult. This may reduce future appointment 
attendance, willingness to participate in further health assessments and general medical 
examinations and compliance to healthcare management plans (Ali et al., 2013; Centre for 
Developmental Disability Studies., 2006; Durvasula et al., 2004; Fisher, Haagen, & Orkin, 2005).  
 
Due to the heterogeneity of the group, people with ID need different levels of support. People with 
ID may live (i) completely independently in the community, (ii) in share houses with housemates, 
friends or family, or (iii) in supported accommodation assisted by support workers (through 
disability services) (Braddock et al., 2001; CollegeGrad LLC., 2015). The level of support is 
decided by the Disability Services Act 2006, which is largely dependent on the severity of ID. The 
level of support can directly influence how and which healthcare services are used. People with low 
levels of support may experience (i) less funding, meaning financial restraints, (ii) poor access to 
and poor availability of resources and services, (iii) minimal or no formal caregivers, e.g., no 
support staff to assist in healthcare encounters, (iv) no accommodation support, (v) no regular 
procedures or process to ensure regular check-ups (such procedures may be ingrained in disability 
support organisations, whereas a person with ID may not organise this themselves), and (vi) limited 
availability of appropriate transportation, e.g., taxis are expensive, buses may be hard to navigate 
alone, and no patient transport may be available to independent people with ID. People with mild to 
moderate ID may be largely independent and receive little support. Someone with mild ID may not 
be diagnosed with ID, and they may completely miss the opportunity to receive additional services, 
i.e., a health liaison and even a health assessment. 
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4.3.2 Caregiver 
In 2012, approximately 440,100 Australians with ID received assistance with activities of daily 
living (Australian Bureau of Statistics., 2012b). Caregivers who assist with these activities can 
consist of paid caregivers (e.g., support workers) or unpaid caregivers (e.g., friends or family 
members) and they may assist with a variety of tasks from emotional care, cooking, cleaning, 
mobility and accessing healthcare, including having health assessments (Australian Bureau of 
Statistics., 2012b). A UK study indicated people with ID were better prepared for their health 
assessment when accompanied by a caregiver, compared to people with ID who attended a health 
assessment consultation alone (Perry et al., 2013). Due to caregiver involvement in day-to-day 
living, the general care of the person with ID, and their contribution to health assessments and 
health action plans, it is crucial to understand the role of the caregivers and how their characteristics 
may pose as a barrier to the uptake of health assessments in this population.  
 
In general, caregivers may have received insufficient health education and training in the 
specialised health needs of people with ID, and they may experience high stress, low motivation, 
poor confidence and high levels of burnout (Braddock et al., 2001; CollegeGrad LLC., 2015; 
Developmental Disability Unit., 2002; Fisher et al., 2005; Rose J., 1993; Rose J., 1995; Sharrard H.; 
1992; Taggart et al., 2011; The Centre for Developmental Disability Health Victoria, 2014; 
Thomson S., 1987). Whilst the relationship between stress and challenging behaviours is unclear, 
challenging behaviours are commonly experienced by caregivers who support people with ID 
(Hensel, Lunsky, & Dewa, 2012). The literature indicates multiple factors influence caregiver 
stress, motivation and burnout, and research is yet to explore how health assessments impact on 
these factors. It can be speculated, that if someone with ID exhibits challenging behaviours around 
health assessments, that this may impact on caregiver burnout, willingness, ability and confidence 
to complete the health assessment although research has not explored this speculation.  
 112 
 
Caregivers may experience a lack of awareness of health assessments and also limited knowledge 
regarding the efficacy of these interventions. Many caregivers may be unable to personally obtain a 
CHAP due to licensing agreements. As with the person with ID, they may need to liaise with a 
service provider to obtain the CHAP or access the health assessment proforma. Once initial access 
barriers are overcome, reliance can be placed on the caregiver to invest time and effort into the 
health assessment process: before, during and after the consultation.  
 
Before the consultation, the caregiver may need to (i) remember and document the health history of 
the person with ID, (ii) organise the appointment, and (iii) get the person with ID to the medical 
centre, through the reception and waiting room and in to see the primary care provider. During the 
consultation caregivers are expected to help (i) mediate communication between all parties, (ii) 
promote health advocacy on the behalf of the person with ID, (iii) interpret, understand and describe 
symptoms and health conditions to the primary care provider, and (iv) explain the assessment, 
medical procedures, and results to the person with ID. After the consultation, the caregiver would 
be involved in implementing changes and the health action plan for the person with ID. Caregivers 
can influence general lifestyle factors, e.g., encouraging good food and physical exercise, and also 
long-term compliance to medical intervention, including management and treatment plans, and 
adherence to medication schedules.  
 
 
It may be hard for caregivers to compile the health history, stressful to get the person with ID to the 
appointment, and then difficult to support the person with ID through the health assessment and 
action plan; however, no research has investigated this. Many caregivers have had little specialised 
education and training regarding the specific health and healthcare needs of people with ID, nor 
education and training regarding health assessment use in this population (Barr, Giannotti, Van 
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Hoof, Mongoven, & Curry, 2008; Bigby, 2001; Carnaby, 1998; The Centre for Developmental 
Disability Health Victoria, 2014). Role ambiguity has been seen to exacerbate stress (Kahn R., 
Rolfe D., Quinn R., Snoek J. & Rosenthal R., 1964), and a lack of education, training, and unclear 
division of tasks regarding health assessments for people with ID may further impact on caregiver 
confidence in completing this task.  
 
For paid caregivers, many disability support organisations experience high staff turnover, further 
meaning inconsistent, unmotivated or inexperienced staff with little health knowledge or emotional 
attachment to the person (Cartlidge & Read, 2010; Chung M. C. & Corbett J., 1998; Skirrow & 
Hatton, 2007; Taggart et al., 2011). Organisational factors, which include established protocols and 
procedures, and regular training and staff support would also influence caregiver factors, including 
the provision healthcare (Cartlidge & Read, 2010; Skirrow & Hatton, 2007; Taggart et al., 2011). 
Preconceptions or attitudinal barriers held by caregivers that discriminate against people with ID, 
whether conscious or unconscious, would also impact on their care. 
 
4.3.3 Primary care providers 
With deinstitutionalisation there has been an increasing demand on GPs and other mainstream 
primary care providers to cater to the health needs of people with ID. Many GPs find it harder to 
provide good healthcare to people with ID compared to the general population (Lennox et al., 1997; 
see Chapter 1). GPs believed they had received inadequate training in behavioural or psychiatric 
issues, complex medical problems, preventive and primary care, and in communicating with people 
with ID (Kerr et al., 1996; Lakhani & Bates, 1999; Lennox et al., 1997; Lennox et al., 1997; Ziviani 
et al., 2004). Chapter 1 outlined barriers to high-quality healthcare, and many of these factors would 
be anticipated to reduce to health assessment uptake. A lack of confidence, negative attitudes, 
inadequate education and training, and communication difficulties would not only influence general 
healthcare, but also the likelihood of the GP completing the health assessment (Kerr et al., 1996; 
 114 
Durvasula & Beange, 2001). Healthcare providers may also feel uncertain or uneasy regarding the 
ability of the person with ID to consent, firstly to the health assessment, and secondly to procedures 
and examinations within health assessments. This may affect their willingness and confidence in 
performing these.  
 
In a New Zealand survey, only 24% of GPs believed that doing a health assessment for people with 
ID was their responsibility, and only 25% of GPs believed they were accountable for regular 
hearing and vision assessments (Dovey et al., 2001). Similar beliefs may hold true for Australian 
GPs. In Australia, the primary care provider can access the Department of Health health assessment 
proforma, but the CHAP itself is only available through disability services, and the onus is on the 
disability service provider to access, purchase and provide the health assessment (Queensland 
Department of Communities Disability and Community Care Services., 2015; Text box 4). This 
may leave many GPs (i) unaware of these interventions, (ii) with very little experience using these, 
and (iii) unsure of their role and responsibilities in providing health assessments and tasks within 
health assessments e.g., hearing and vision assessments, to people with ID (Kerr et al., 1996; 
Lakhani & Bates, 1999; Lennox et al., 1997; Ziviani et al., 2004).  
 
4.3.4 Health and disability system 
There are barriers and fragmentation across both the health and disability system, leaving the person 
with ID, their caregiver and primary care provider poorly supported and facing systemic barriers to 
undertaking a health assessment.  
 
Health assessment information and interventions are available and performed through different 
systems. Fact sheets, explanatory notes, information and a health assessment proforma are available 
through the Department of Health (Australian Government) and health assessments themselves are 
performed and subsided primarily through the health system (in primary care with Medicare). 
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Whilst the health assessment proforma is openly available online, and free to users, the CHAP must 
be purchased through liaison with disability services. The CHAP is not openly nor directly available 
to target users, including primary care providers, caregivers and people with ID. According to 
licencing agreements, the CHAP is only available to Queensland service providers who support 
people with ID, who receive a delivered or funded disability service (Text box 4; Queensland 
Department of Communities Disability and Community Care Services., 2015). The CHAP comes at 
a price of $11.00/person/year, to be paid by the disability service (Queensland Department of 
Communities Disability and Community Care Services., 2015). The CHAP is obtainable through 
the ‘Communities’ website (disability service initiatives) or UniQuest (UQ’s commercialisation 
company).  
 
The Endeavour Foundation, a large Australian disability support organisation, is the only disability 
service provider to hold an exclusive license for the CHAP in Australia (Endeavour Foundation., 
2015). No information could be found to indicate that health assessments have been incorporated 
into any other disability service provider or support organisation in the disability system, nor any 
service located within the health system. Most organisations may have little or no awareness of this 
intervention. In most disbaility services and support organisations, general administrative, 
management and organisational staff are not involved in health assessment for people with ID and, 
therefore, they may not look for the CHAP, nor understand the merit in it. It seems unlikely that 
people with ID, caregivers or primary care providers would use these platforms (‘disability service 
initiatives’ or UQ’s commercialisation company) to research services available to them. Primary 
care providers may access Department of Health websites; however, no link to the CHAP was 
found here. There appears to be some discrepancy as to what is available regarding health 
assessments for people with ID, to whom, and through which system. This may add confusion 
surrounding health assessments for this population, as information may not be presented in the most 
appropriate place, nor way that is easily accessed by target users. Health assessments for people 
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with ID may be hard to access without prior knowledge of their existence and location. Systemic 
barriers may contribute to low uptake through a lack of awareness and accessibility of health 
assessments. It must be noted, that in the latest NDIS legislation and framework (2013), that the 
importance around the availability and accessibility of information for people with ID does receive 
specific mention. 
 
In general, community barriers, i.e., architectural, physical and administrative barriers, influence 
service use for people with ID (Jones, Mclafferty, Walley, Toland, & Melson, 2008). Many people 
with ID experience challenges in mobility, including (i) transportation limitations (an inability to 
drive themselves and inaccessible public transport), (ii) poorly designed communities (services 
buildings that are not appropriately equipped with accessible entries or facilities e.g. bathrooms, 
access ramps), and (iii) insufficient support when navigating through community services (Keleher, 
2001;Perry et al., 2013; Schoen et al., 2011). Community accessibility limits access and restricts 
people with ID, impacting on healthcare services used. This may limit people with ID to services 
within their immediate area, which would influence health assessment uptake. Service type and 
size, e.g., small rural services, may additionally experience resource and services deficits, limited 
capacity, and may not be properly equip to offer health assessments to people with ID (Kerr et al., 
1996; Lakhani et al., 1999; Lennox et al., 1997; Ziviani et al., 2004). Health assessments are 
conducted within normal GPs appointments or consultations and there may be systemic 
administrative challenges that impact on the undertaking of a health assessment, e.g., delays in 
getting appointments, long waiting times and consultation time restraints (Heslop et al., 2013; 
Lennox et al., 1997; Mastebroek et al., 2014; Productivity Commission, 2011; Schoen et al., 2011). 
Poor service coordination and disjointed care all pose as barriers (Fisher et al., 2005). These 
administrative and systemic barriers may result in challenging behaviours and this adds additional 
stress, which may also have long-term repercussions on willingness to visit the GP (Jones et al., 
2008).  
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4.4 Discussion and recommendations 
Numerous barriers have been identified for people with ID accessing and undertaking health 
assessments. Recommendations can be made from an individual to a systems level.  
 
4.4.1 Update the health assessment  
Health assessments themselves could be refined to enhance application and implementation in a 
real-world setting. The health assessment intervention could be modernised and updated to fit-in 
with this technologically driven society. An online electronic-copy, as opposed to a paper-copy, 
could be created and available. This could be set up to work with current GP software, 
computerised note and record keeping systems and decision-making support tools. Such electronic 
versions may also be easier to incorporate into future disability and health systems. An electronic 
version would allow for easier incorporation into ‘eHealth’, which will be Australia’s electronic 
health record, offering an online summary of an individuals’ health information. The health 
assessment could also be further extended to include other sections and more on the determinants of 
health. This would paint a more holistic picture of the person’s health and further map onto primary 
healthcare ideals, and may make the health assessment further appealing to users.  
 
4.4.2 Improve awareness and availability of health assessments  
Possibly due to a paucity of accessible information, presented through different systems, and 
restrictions surrounding eligibility of the CHAP, awareness of health assessments in this population 
may be low. The CHAP is available at a small price through two websites, which are not easily 
found. The CHAP could be made more readily available, through multiple and different portals in 
both the health and disability system. The health assessment proforma and the CHAP itself could be 
further encouraged through a range of support organisations, respite centres, and family support 
groups for people caring for someone with ID, and through GP professional development courses. 
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As the health and disability systems are updated, health assessments could be presented with other 
information designed for vulnerable populations and people with ID. Furthermore, broadening the 
eligibility criteria and locations where the CHAP can be obtained is also recommended. Health 
assessments should be made available to everyone with ID, Australia-wide. All caregivers and 
health practitioners of someone with ID, and the person with ID themselves should be able to apply 
for the health assessment, as opposed to it being limited to service providers in Queensland.  
 
Other disability service providers and support organisations (like The Endeavour Foundation) could 
also obtain a license for the CHAP. This would improve uptake from several aspects, (i) it would 
increase awareness of the CHAP, (ii) initial availability and access barriers would be surpassed, (iii) 
with organisational support, it is more likely that regular protocols and processes would be put into 
place to encourage health assessment uptake, and (iv) staff would build experience and confidence 
using these. Experience using health assessments would further contribute to health knowledge, 
health advocacy skills and communication skills for caregivers.  
 
Increasing awareness of and even promoting health assessments and the CHAP through different 
avenues, e.g., the Internet, and medical practices and disability support organisations, is envisaged 
that uptake will improve. General materials disseminating information on health assessments, and 
encouraging their use in people with ID should be made more available and more accessible to all 
users. This could include general online information, posters, and brochures, pamphlets or flyers for 
medical and community centres. This information should also be tailored to the receptive capacity 
of people with ID and their caregivers.  
 
4.4.3 Invitations or reminder letters for health assessments for people with ID  
In Australia, there is no local registry, database or record of people with ID (compared to in the 
UK). A registry, database or record could be created and this would provide a useful platform 
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through which a monitoring and reminder system could be established. It would be further 
advantageous to provide people with ID and their supports with regular health information through 
this platform, e.g., health information and letters regarding check-ups, health screening and health 
assessments. All information needs to be delivered in a cost-effective way for the age and 
demographics of the individual, for example, text messages for younger people, or written letters, 
possibly to the caregiver or primary care provider, for older people or those with more severe ID. 
Invitations and reminders could be sent to the nominated person and this would encourage regular 
check-ups and health assessments. Research on a vaccination program for people with ID 
recommended verbal, written and visual materials to promote such interventions (Cooney, 2009). 
They suggested talks, the showing or distribution of DVDs and heavily illustrated books would be 
helpful (Cooney, 2009). Talks, DVDs and books regarding general health, healthcare and health 
assessments for people with ID would be highly useful and these could be ‘loaned’ or distributed to 
people identified in the registry. 
 
An initial invitation and information letter could be sent regarding health assessments for people 
with ID. This could describe what a health assessment is, their efficacy, and how people can access 
these. Follow-up contact could be made after the first invitation to encourage the person with ID to 
book an appointment to undertake the health assessment. Research indicates not only one-off, but 
also regular health assessments may provide benefit to this population (Felce et al., 2008). Increases 
in health actions were seen as a result of subsequent health assessments for people with ID (not only 
the first one) (Felce et al., 2008). Invitations, reminders or call-back letters have been seen to be 
effective for dentist check-ups, pap smears, bowel screening, and also the 75+HA. Yearly prompts 
or reminder letters could be sent regarding health assessments for people with ID.  
 
4.4.4 Community healthcare accessibility 
Access and community design pose an overarching barrier to people with ID receiving appropriate 
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healthcare and thus also having a health assessment. Whilst ideally, communities would be 
designed to be accessible to all people, ensuring transport, entries and facilities are disability 
friendly, this is not always the case. Websites, programs and apps can and should be made to inform 
people of disability friendly areas. Several websites are already available, regarding wheelchair 
accessible areas and disability appropriate holiday destinations (Friendship Circle., 2012; Scola, 
2013). The same is recommended for disability friendly medical centres and primary care providers. 
This could include not only physically accessible locations, but also primary care providers with 
more ID experience and training, and even experience in providing health assessments to people 
with ID.  
 
Subsidised taxis, vans, buses and/or ‘patient’ transportation are sometimes offered to people with 
ID who live in supported accommodation; however, many people with ID live unsupported and 
therefore without access to these. Other community services, for example retirement villages and 
‘Retired Service League (RSL) Clubs’ offer a drop-off/pick-up service for members. This concept 
could be adapted to provide all people with ID with a community bus to get them to and from 
medical centers or community services to ensure they can attend regular check-ups and have a 
health assessment. Health assessments for older adults (HA75+) are also available to people in their 
own home. Offering a drop off/pick up service, or a home service for health assessments for people 
with ID would alleviate access and community barriers. 
 
4.4.5 Affordability and financial incentives 
Presently, the CHAP costs the service provider $11/person/year. Research indicates having a health 
assessment does not increase yearly medical costs (Gordon et al., 2012); however, in general 
someone with complex health needs may spend more on healthcare compared to someone without a 
disability, with or without a health assessment. To ensure financial hardship does not limit access to 
the high-quality healthcare and health assessments, additional funding or health assessment 
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packages could be offered to people with ID (even if they do not receive a delivered or funded 
service in Queensland). The general cost of quality healthcare could be reduced or subsidised for 
people with ID, potentially via funding schemes, or additional financial packages to ensure 
healthcare and health assessments are available to those who need them. People with ID could apply 
for an additional ‘health’ package or allowance, which would cover their annual health assessment 
fee and any associated medical costs, i.e., referrals to additional services, specialist appointments, 
follow-up actions, and management and treatment plans. 
 
GPs could also be provided with additional financial incentives, separate to the health assessment 
Medicare subsidy, as is done in England and Wales. In the UK, GPs receive extra incentives to 
review BP and weight measurement through the “Quality of Framework” (QOF) scheme. These 
health actions were seen to be very high in people with ID, independent of having a health 
assessment, for example over 77% of people with ID had their BP checked without a health 
assessment (Chauhan, Kontopantelis, Campbell, Jarrett, & Lester, 2010). Such additional incentives 
could be trialled in the Australian health system, and GPs could be further encouraged to undertake 
health actions specific to the needs of people with ID, e.g., BP measurement and vision and hearing 
testing.  
 
4.4.6 Health education 
Additional information and education should be provided to all people with ID, their caregivers and 
primary care providers on (i) common health needs and health conditions experienced by people 
with ID, (ii) understanding of the impact of ID on the individual, caregiver and primary care 
provider, (iii) the availability of community resources, disability and health services, including 
health assessments, and (iv) how to provide appropriate support and communication around 
healthcare. Improving knowledge through education and training would be expected to improve 
general healthcare and health outcomes (Melville et al., 2006). Health assessment focused education 
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and training is also recommended to, (i) promote awareness and acceptance of health assessments, 
(ii) overcome access and consultation barriers, (iii) differentiate roles, responsibilities and 
expectations and, (iv) increase confidence using health assessments. Training should also include 
implementing follow-up and management plans, including medication and lifestyle changes to meet 
health needs.  
 
For people with ID, regular, short, informative seminars on health issues were seen to be effective 
and people with ID were able to demonstrate some understanding regarding ‘being healthy’, healthy 
lifestyles, ‘moderation’ and the consequences of unhealthy behaviours (Caton et al., 2012). A recent 
New Zealand qualitative study demonstrated that with appropriate education, people with mild to 
moderate ID can build on and develop different levels of understanding and knowledge regarding 
their own health, for example, diabetes (Hale, Trip, Whitehead, & Conder, 2011). The authors noted 
it was useful to involve family and caregivers, and it was important to provide ongoing advice and 
support. Although small, this study suggested that with good support, people with mild to moderate 
ID were able to develop sufficient knowledge and understanding to play a key role in their own 
healthcare and self-management. Informative seminars on health assessments would be anticipated 
to increase awareness of these, reduce stress and uncertainty, improve health advocacy, and increase 
their own input into their healthcare, thus improving uptake and long-term outcomes. Educational 
seminars and online information could be made more widely available to caregivers of people with 
ID, and additional training is recommended for healthcare practitioners. 
 
4.4.6.1 Additional intellectual disability healthcare providers  
In Australia, practice and community nurses are playing an increasing part in the healthcare and 
management of health needs for certain marginalised populations. Australian primary care nurses 
have been working with GPs on the 75+HA and Aboriginal and Torres Strait Islander Health 
Assessment. In the UK, specialised ID healthcare providers (e.g., learning disability nurses) are 
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available through hospital liaison services and community learning disability teams. These have 
been positively received and are suggested to help facilitate communication, promote advocacy, 
provide education, and offer advice on general matters regarding people with ID (Brown et al 
2011). ID nurses have also worked specifically on health assessments for people with ID (Barr, 
Gilgunn, Kane, & Moore, 1999; Cooper et al., 2006; Fender, Marsden, & Starr, 2007). This has 
again been well received and literature suggests nurses should be further involved in promoting and 
conducting health assessments in this population (Doody, Markey, & Doody, 2012). In the 
Netherlands, GPs can specialise in ID and they undertake additional training on top of the basic 
medicine program. ID specialists, both GPs and nurses are recommended here in Australia. These 
specialists should be required to undertake further training and build experience in providing 
healthcare to people with ID. These specialised ID providers could be heavily involved in the health 
assessment process and this would move the reliance and pressure away from standard GPs.  
 
4.4.6.2 Communication 
Imagery, Picture boards, and ‘Easy English’ information can be used to improve comprehension 
and support communication (Hollins, S., 2003; Stephenson, J., 2009). This would be useful for 
health education, seminars, training, and also within the actual health assessment consultation 
(Stephenson, J., 2009). Certain programs and apps (e.g.Proloquo2Go) can be used on tablets, e.g., 
iPads, and these consist of a set of tools and strategies to help people with communication 
difficulties to express themselves and also to understand language (Farrall, J., 2015). Within a 
health assessment consultation, these tools would allow people with ID to (i) share their lived health 
experience, any signs, symptoms, or health needs, (ii) understand the health assessment, and any 
related health procedures, and (iii) understand the action plan and other healthcare actions. ID 
specialists, nurses and GPs, could undergo additional training regarding communicating with people 
with ID, and using these assisted communication tools, and skills would also help alleviate 
communication barriers. 
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4.4.7 Healthcare team consistency 
Familiarity of the healthcare provider and service was seen to be highly regarded in a vaccination 
program in people with ID, and this reduced perceived anxiety and increased perceived support 
(Cooney, 2009). Research also indicates the doctor-patient relationship is very important to reduce 
hospitalisation rates, and patients who had a regular doctor, who knew them well, were less likely to 
present to the emergency department (van den Berga, van Loenena, & Westertc, 2015). A regular 
GP and caregiver would be more in-tune with the person with ID, their health needs and 
communication style. Multiple benefits are expected to result from a consistent support team 
including, (i) better availability of a health history, (ii) awareness of baseline behaviour and 
symptoms, and therefore awareness of deviations from these, (iii) reduced anxiety regarding the 
health assessment, (iv) high-quality support throughout the health assessment process, (v) better 
long-term outcomes, including better follow-up, service coordination and continuity of care, and 
(vi) attentiveness to health assessment due dates. Each person with ID should have a consistent 
support team consisting of (i) a regular medical centre with a regular primary care provider (ideally 
a GP/nurse with more ID training and experience), and (ii) one key caregiver (which could be a 
case-manager, team leader, key support worker, or close friend or family member).  
 
4.5 General discussion and implications 
People with ID continue to experience barriers and disadvantages in an increasingly resource- and 
time-poor health and disability system (Krahn et al. 2006; Ouellette-Kuntz 2005). Increasing health 
assessment uptake is suggested to be on the path to improving healthcare and health outcomes for 
this vulnerable population. Translating research on health assessment use, into practise, and 
implementing these interventions and strategies to reduce barriers to health assessments for people 
with ID is the next crucial step.  
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Further research is recommended to explore and understand why health assessment uptake is so 
low. Qualitative research could be done with all target users (i.e., people with ID, their caregivers 
and their healthcare providers) and in-depth one-to-one interviews, and/or focus groups would be 
greatly informative to further uncover barriers and strategies to overcome these. People with ID 
comprise a complex participant group; however, appropriate steps can and should be taken to 
include them in research (see 5.6 Directions for future research). The influence of education, 
training and incentives should be investigated, and also research to improve general healthcare and 
health assessment accessibility and use is also advised.  
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CHAPTER FIVE 
Discussion and implications 
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5.0 General summary  
It has been well documented that people with ID continue to experience poorer health outcomes and 
a shorter life expectancy than people without disability (Australian Government, 2008a; Beange, 
1996; Krahn et al., 2006). This population has the same rights to high-quality healthcare and the 
highest attainable standard of health (United Nations, 2006); however, they experience numerous 
barriers to attaining this level of health and healthcare (Lennox et al., 1997; United Nations, 2006). 
Therefore, the aim of this project was to identify and better understand primary healthcare 
interventions designed to increase health actions in people with ID, and suggest improvements 
regarding use and uptake of these. This is a crucial first step towards improving the healthcare and 
health outcomes of people with ID. 
 
5.0.1 Summary of chapters 
This thesis commenced with a systematic review and meta-analysis to identify and appraise primary 
healthcare interventions on six target health actions for people with ID (chapter two). The CHAP, a 
health assessment intervention identified in the systematic review and implemented in Australia, 
was then explored in greater detail (chapter three). Chapter three investigated how GPs’ use the 
health assessment booklet (the CHAP) compared to their GPs notes, in standard primary care. 
Overall, these studies indicate that health assessments increase health actions and documentation 
and recording in people with ID, and thus health assessments are a useful intervention in this 
population. The final study (chapter four) looked at the uptake of health assessments in people with 
ID and other vulnerable populations, exploring barriers and making recommendations to overcome 
these. Findings and recommendations made in this thesis were intended not only to inform 
researchers and academics, but also people with ID, health practitioners, caregivers, service 
providers, stakeholders, decision makers, and governments. These results and recommendations 
have the potential to influence policy at this crucial time of change in Australia. 
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5.1 Overview of findings 
Chapter 2 
The first official study, the systematic review, revealed that there were only three identifiable types 
of interventions targeting health actions in people with ID. These interventions included health 
assessments, patient-held health diaries and a medical-record based health prompt. Six studies were 
eligible for inclusion and data were obtained for five of these six studies (data were not available for 
the medical-record based health prompt). The meta-analysis identified health assessments as the one 
primary healthcare intervention, which is implemented in primary care, to significantly increase the 
number of health actions in this population. Health assessments for people with ID increased vision 
and hearing testing and hepatitis B vaccination rates (Byrne et al., 2015). This increase in the 
number of health actions is suggestive of improved healthcare and potentially long-term 
improvements in health for people with ID. The findings from this systematic review and meta-
analysis support findings from other studies (Robertson et al., 2014), further validating these results 
on a topic where a paucity of research has been done. This is the first study of this nature to 
rigorously and comprehensively analyse current worldwide primary healthcare interventions for 
people with ID, addressing critical gaps in the literature. 
 
Chapter 3 
The second study and corresponding chapter built on the systematic review and knowledge base 
regarding health assessments for people with ID. The initial researchers, who conducted the first 
CHAP RCTs had speculated that their findings were an underrepresentation of the true effect of the 
health assessment, as data were only drawn from GPs notes and not the intervention booklet itself. 
Study two therefore examined this speculation to better understand heath assessment actions and 
outcomes. This study compared the number of health actions recorded in the CHAP booklet, to the 
number of health actions recorded in GPs notes (as a result of the health assessment intervention). 
As hypothesised, a greater number of health actions were recorded in the CHAP booklet, compared 
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to the number of health actions recorded in the GPs notes. This indicates that health assessments 
increase the number of health actions in people with ID to an even greater extent than previously 
demonstrated (Byrne et al., 2014). These results also indicate health assessments provide a platform 
to improve information recording and documentation in people with ID (Byrne et al., 2014). This 
provides further evidence to support health assessments in this population as health assessments are 
an effective way to increase the number of health actions and improve documentation and recording 
in people with ID.  
 
Chapter 4 
Despite the demonstrated benefits of having a health assessment, less than 3% of Australians with 
ID received a health assessment between July 2007 and August 2009 (Koritsas et al., 2012). Study 
three looked at the uptake of health assessments in people with ID, in the UK and Australia, and 
then health assessment uptake for other vulnerable populations in Australia. Barriers to having a 
health assessment were explored, which included a lack of awareness of health assessments, limited 
access to health assessments, insufficient health education and training, and disjointed and 
complicated health and disability systems. Recommendations were made to increase uptake, 
including, (i) improving the awareness of and availability of health assessments, partially through 
better implementation of health assessments in the health and disability system, (ii) using reminder 
letters or prompts for health assessments for people with ID, (iii) providing more training and 
support around healthcare, including health assessments, and (iv) establishing a consistent 
healthcare team.  
 
Interventions that increase the number of health actions and improve documentation and recording 
in people with ID are proposed to be a first step to improving health status and healthcare in this 
population, and these outcomes are increasingly becoming an ethical priority in Australia and 
worldwide. It is envisaged that using health assessment will contribute to the end goal of improving 
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the health and healthcare of this vulnerable population; therefore, it is important to implement 
strategies to reduce barriers and improve the uptake of health assessments for people with ID. 
 
5.2 Strengths and Limitations 
Strengths  
This body of work is the first to systematically identify, examine, and compare current worldwide 
primary healthcare interventions on a range of health actions for people with ID. To ensure 
methodological rigor, pre-determined inclusion, exclusion, and search criteria were employed and 
two independent researchers separately review articles. These researches then independently 
extracted pre-determined data items as per systematic review and meta-analysis guidelines. Not one, 
but several health actions were investigated, and these were chosen to be intermediate steps on the 
pathway to better health and are commonly missed in people with ID. Systematic review 
participants were drawn from the UK and Australia, and they had a broad range of age, gender, 
residence, and type and severity of disability. Authors from three of the studies did suggest that 
participants were representative of the population of people with ID (Cooper et al., 2006; Lennox et 
al., 2007; Lennox et al., 2010). The rigorous and comprehensive nature of this review with meta-
analysis contributes to the literature on this topic, and adds solid support for health assessments as a 
viable method to increase health actions in people with ID.  
 
For study two, data were drawn from three Australian RCTs with a large number of participants and 
participant backgrounds. All RCTs were methodologically rigorous and the same intervention was 
used in all three trials, with consistent outcome measures and data extraction procedures. To further 
reduce confounding and bias, the intervention was embedded into the GPs’ usual practice (in 
primary care), and data were collected over the 12 months after the intervention had been 
completed. This design and methodology suggests a robustness of results and generalisability of 
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findings. This study contributes to current literature regarding health assessment use in primary care 
to further look at the benefits of health assessments for this population.  
 
This research can contribute not only on a small scale, regarding use of the CHAP in Australian, but 
it can also inform researchers of the use of other health assessments, in other countries. All health 
assessments tend to come in ‘booklet form.’ Literature indicates that the study design, data 
collection and data analysis style employed to investigate the number of health actions resulting 
from a health assessment, are generally analogous across health assessments, worldwide (see the 
CHAP, Lennox et al., 2007; the Cardiff Health Check; Chauhan et al., 2010; and the C21st Health 
Check; Cooper et al., 2006). Heath assessment studies have generally examined numerical health 
action data drawn from GPs’ notes (not health assessment booklets), as this allows for comparison 
between a control and intervention group. It can be suggested, that regardless of the specific health 
assessment, that more health actions will be recorded in the booklet. The CHAP was chosen as the 
optimal platform for this research as data could be extracted from three robust RCTS, the CHAP is 
also very similar to other health assessments, and the CHAP itself is also already used 
internationally, in Australia, NZ and Canada. This research is useful as it is relevant on a worldwide 
plane, and can guide future research and study design for research on health assessment use in 
vulnerable populations. 
 
Study three identified and explored information from several different populations to try to inform 
the research regarding the use of and barriers to health assessments. Drawing information from a 
broader base is useful to understand how health assessments are used, worldwide and in other 
populations, especially given the lack of literature available on health assessment uptake for 
Australians with ID. This study attempts to build on the previous studies to offer explanations and a 
way forward by linking current literature regarding the use of health assessments in other 
populations, to the current state of health assessment use in people with ID. This study discusses the 
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health assessment intervention itself, each individual user group and system level barriers, to 
comprehensively explore and understand health assessment use across several dimensions. Multiple 
recommendations were made, broad and specific, and on different user levels, to increase the 
likelihood of real-world implementation, application and therefore uptake. 
 
Whilst much of this thesis has been completed from an Australian perspective, the literature from 
other countries is also discussed where relevant and possible, to try to understand worldwide use 
and outcomes. As these thesis findings and recommendations are generally congruent with current 
literature on the topic, this further supports this research in terms of real-world reliability and 
validity, further justifying the relevance of this research. This research has been completed under 
the guidance of experts in the field, in an aim to produce high-quality, relevant and up-to-date 
research, results and recommendations. To conclude, this thesis synthesizes the identifiable and 
available research regarding health assessments and their use in people with ID, and makes 
recommendations to improve health assessment uptake. This further contributes to the limited 
knowledge base regarding the healthcare for this population.  
 
Limitations 
Detailed research in the field of ID, in particular the healthcare of this population, has only 
commenced in the last few decades. Compounding this, big-scale and on-going changes are evident 
in the treatment of and care of people with ID over this time. This means there is a general paucity 
of relevant information regarding healthcare and primary healthcare interventions for people with 
ID. This field has also been plagued with methodological weaknesses, ethical challenges and 
inconsistences across studies (Naaldenberg, Kuijken, van Dooren, & van Schrojenstein, 2013), 
further making it harder to identify and compare studies.  
 
The rigorous nature and restrictive timeframes of this research have guided and therefore also 
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limited the scope and focus of this work. This specific thesis is limited in that only published, 
English language studies have been included. Due to the search methodology employed, 
specifically within the systematic review chapter, predefined search and inclusion criteria were 
established and only five databases explored. Some studies may have been missed due to this search 
technique, as not every possible database or potential combination of relevant keywords was 
explored. Grey literature was also not comprehensively reviewed. This meant that only five studies, 
of variable quality, were eligible for inclusion in the meta-analysis. The following studies and final 
chapters of this thesis were built on the systematic review and meta-analysis, meaning anything 
missed initially may not have been included in this body of work. 
 
Generally, literature explored throughout this thesis tended to be from a narrow range of developed 
countries, with most of the research being conducted in the UK and Australia. It can be anticipated 
that the specific country, social and political structure, and the health and disability system within 
the country will undoubtedly influence the healthcare and health outcomes of the population. Due to 
these differences, it is hard to directly compare studies from different countries. The results in this 
thesis may be most relevant and specific to the UK and Australia, and less relevant or generalisable 
to other countries. Furthermore, whilst many developed countries (e.g., the UK and Australia) are 
taking a proactive stance in addressing the healthcare inequities experienced by people with ID, 
very little research has been done regarding people with ID in developing countries. It is unknown 
if other interventions (or any primary healthcare intervention), are available for people with ID in 
developing countries, and the impact that these interventions have on people with ID within 
developing countries. 
 
Due to time restrictions and the specific scope of this thesis, the focus was narrowed from 
worldwide healthcare interventions, to one specific health assessment used commonly in Australia. 
The final chapters focused most notably on the CHAP. It is, however, important to note that 
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worldwide there are many other health assessments (or health checks) for people with ID. These 
CHAP findings and results are suspected to still be relevant, applicable and informative for other 
health assessments, as health assessment research often uses similar methods and produces similar 
outcomes. Health assessments for people with ID have only been made available in the last few 
decades, meaning limited data are available, and international collaboration regarding this research 
is also quite new. Much of the literature and data analysed for this thesis are from between 1990-
2010, and in South-east Queensland; however, this still contributes to what little research there is on 
this topic. Whilst this research is undoubtedly informative, it is however, important to realise that 
this scope is a limitation, which impacts on generalisability. 
 
Within Australia, regarding general health assessment uptake, limited information was also found 
regarding health assessment use in refugees, Australian Defence Force (ADF) personnel, and people 
with chronic conditions. This may be as there is a paucity of information on these topics, or that 
information was missed. With on-going changes to structures and systems within which these 
healthcare interventions are embedded, it was challenging to find the most relevant and current 
information, and some literature could have been overlooked. Furthermore, Australian data on 
health assessments for specific populations (which were previously individually available through 
Medicare) are now no longer separately obtainable. Data can no longer be divided into individual 
group membership (i.e., people with ID or refugees) as most health assessment items have been 
grouped into items based on consultation time duration (not group type). This makes it challenging, 
and potentially impossible to undertake more specific research, for example research on health 
assessment uptake for Australians with ID (or other marginalised populations), as all of the data is 
pooled. In general, limited research was available on health assessment uptake, across all 
populations, and worldwide.  
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This research was completed within a specific timeframe, with a set focus, and it was conducted 
within the framework of the current Australian health and disability system. These findings and 
recommendations therefore relate more specifically to Australia and the present political and social 
climate. Within different countries, systems, and points in time, healthcare interventions for people 
with ID and their impact, are expected to differ. This research is, however; relatively 
comprehensive, it is up-to-date, and many of the results, barriers and recommendations are not 
necessarily Australia specific, meaning this body of work is still useful to explain and inform health 
assessment outcomes and use in other countries and systems. 
 
5.3 Real world implications  
5.3.1 Worldwide 
More recently, the perspectives and priorities of governments and societies have shifted to 
emphasise improving the lives of people with disability. Accordingly, with this shift, the health and 
healthcare of people with ID has been brought into the spotlight. The Convention on the Rights of 
Persons with Disabilities (CRPD), ratified by many developed countries, represents a crucial step 
by indicating worldwide awareness of the inequities experienced by people with disability and a 
pledge of commitment to improve these inequities, including healthcare and health inequities 
(United Nations, 2006). Deinstitutionalisation was a step forwards in terms of improving 
community participation, inclusion and quality of life (Kozma et al., 2009); however, people with 
disability, notably people with ID, still experience poor healthcare and health outcomes (Ouellette-
Kuntz, 2005; Victorian Health Promotion Foundation, 2012). The general theme of this thesis was 
to look at primary healthcare interventions to increase health actions in people with ID. This is very 
much aligned to current worldwide endeavours and social and political goals. This makes this thesis 
of particular relevance at this time, not just in Australia, but also internationally. 
 
This thesis represents the first body of work to systematically and comprehensively explore primary 
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healthcare interventions for people with ID, worldwide. Due to a lack of alternative interventions, 
health assessments were then further investigated, namely, the CHAP. This thesis was completed 
from an Australian perspective, with a focus on Australian health assessments within the Australian 
health and disability system. While health and disability systems vary across countries, health 
assessments themselves tend to be very similar in terms of design, content, structure and use, 
worldwide. Health assessment studies have often employ a similar research design and 
methodology, and therefore results and findings tend to be comparable, regardless of the system and 
country in which they are conducted. This suggests that these thesis findings would also be 
internationally informative.  
 
There is no research, obtained, reviewed or discussed in this thesis, to suggest that (i) health 
assessments are only useful in Australia, and the Australian health and disability system, (ii) they 
are only effective in a research setting with no real-world clinical application, or (iii) having a 
health assessment could result in any negative or adverse outcome. It can be suggested that health 
assessments would increase the number of health actions and improve documentation and recording 
in unobserved primary care, worldwide.  
 
The limiting factor in increasing health actions through health assessment use in people with ID 
appears to be through a lack of real-world application and use in primary care. This is where the 
final study is of particular relevance. Multiple barriers to health assessment uptake were identified 
and broad and specific recommendations were made to address these. As most of the research has 
been conducted in the UK and Australia, the results and recommendations are most relevant for 
these countries. It is, however, feasible to believe that health assessments, and strategies and 
recommendation to increase uptake, would also provide real benefit when implemented in other 
systems and countries. Many of the recommendations can be adapted and implemented in other 
systems, countries and settings, even though this thesis has tailored them more specifically to the 
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current Australian system and political climate. For example, improving general accessibility, 
availability, awareness and education regarding health assessments can be a goal of any health or 
disability system, regardless of country.  
 
In terms of developing countries, very little health or healthcare research was available for people 
with ID. Prevalence studies suggest that ID, in particular severe ID, may be more common in 
developing countries and in people experiencing lower SES, for example those experiencing 
poverty and deprivation (Durkin, 2002; Islam, Durkin, & Zaman, 1993; World Health Organization 
& World Bank Group, 2011). A social gradient of disease has been identified and people with the 
lowest educational, social, and financial status tend to experience the poorest health outcomes and 
the most barriers to healthcare (Baum, et al., 2009; Marmot, et al., 2008). This may mean that 
healthcare interventions, for example, health assessments, may be even more useful in people with 
ID in developing countries and from backgrounds of particularly low SES. This was outside of the 
scope of this thesis, and these conclusions cannot be drawn from the current literature, nonetheless, 
it is still reasonable to believe that use of a health assessment in people with ID in developing 
countries would result in the same benefits that were seen in this thesis (i.e., an increased number of 
health actions and improved healthcare). In general, health assessments have been shown to be 
generally beneficial, and not harmful in people with ID, worldwide.  
 
5.3.2 Primary healthcare 
Health assessments for people with ID map onto primary healthcare ideals. As previously 
described, primary healthcare is a broader approach to health and it encompasses access to health 
services, health promotion, illness prevention, treatment and care of the sick, rehabilitation, 
individual health, health inequities, advocacy, community development and inter-sectoral action 
(Australian Primary Healthcare Research Institute (APHCRI). 2009). Primary healthcare operates 
on social justice principles, including equity on the basis of need, affordable access to needed 
services, the sustainability of services, and empowerment of individuals (Keheler, 2001). Through 
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this primary healthcare perspective, the health system and medical services alone will not create 
health, but appropriate practices and strategies are required to mediate inequities and ameliorate 
barriers, including social, economic, environmental and systemic barriers, to target health from a 
bigger angle (Baum et al., 2009; Kawachi, 2000; Moodie, 2000).  
 
To view health from this wider lens and look at contributors to overall health, research suggests 
several crucial components need to be addressed and enhanced to see improvements in population 
health (Moodie, 2000). The first component is research and intelligence gathering, and accordingly, 
the dissemination of findings and results (Moodie, 2000). High-quality, evidence-based research is 
necessary to guide and inform multifaceted changes and improvements. A ‘top-down,’ systems and 
organisational approach is recommended, which might begin with the development and changing of 
legislation, policies and practices (Healy, Sharman & Lokuge., 2006; Moodie, 2000). Additionally, 
a ‘bottom-up’ approach, involving the provision of education and training to staff is also advised 
(Healy et al., 2006; Moodie, 2000). Strengthening relationships between sectors, organisations, and 
services, and the mobilisation of communities is mandatory to ensure the involvement of all 
individuals and a shared responsibility for health promotion and health outcomes (Healy et al., 
2006; Moodie, 2000). When these components and approaches are addressed, this paves the way to 
improve health outcomes and population health (Moodie, 2000).  
 
This thesis is a first step on the path to improve the healthcare of and health for people with ID. 
This thesis attempts to address these aforementioned components, from research, to dissemination, 
and recommendations, including top-down and bottom-up recommendations, and sector and 
community building suggestions. The studies contained in this thesis comprise primarily of 
intelligence gathering and research, and at this point of publication, information dissemination. 
Recommendations have been made to encourage top-down (improvements to the health and 
disability system) and bottom-up approaches (health practitioner training), as well as better 
 139 
collaboration and coordination across systems, services, resources and the community. 
Governments need to ensure these steps are completed and changes made in an appropriate manner 
to facilitate improvements in overall population health for people with ID.  
 
Health assessments themselves can be seen to map onto many primary healthcare ideals, i.e., health 
promotion, illness prevention, treatment and care of the sick, and to some extent, the determinants 
of health, health inequities, advocacy and inter-sectoral action. Health assessments may improve the 
health of the individual having the health assessment, and with wide-scale implementation, health 
assessments may further address primary healthcare ideals, having the potential to influence the 
health of people with ID on a population level. Alongside of the implementation of health 
assessments, further action needs to be taken to target the determinants of health and also general 
inequities experienced by people with ID. Big picture goals should include reducing isolation, 
socio-economic disadvantage, financial hardship, and community and healthcare access difficulties. 
Improved outcomes for people with ID may be achieved through changes in (i) policy and 
legislation, (ii) improvements in general community, health and disability support services (which 
target everything from activities of daily living, participation in the community, to healthcare), and 
(iii) increases in awareness, accessibility, education and training regarding health and healthcare 
(including health assessments). 
 
This thesis attempts to make big-picture recommendations to target primary healthcare ideals and 
improve the health, of the individual and the population of people with ID. A primary healthcare 
focus, with an aim to meet primary healthcare ideals and improve general health services, practises 
and resources is recommended, as this is expected to have a broader population-wide reach in this 
population. Changes to increase health assessment uptake are anticipated to assist in meeting 
primary healthcare ideals, and this may also act as a catalyst and can act alongside of other general 
strategies, which can further induce widespread changes in the care and lives of people with ID.  
 140 
 
5.3.3 Primary Care 
Comprehensive primary healthcare is interdependent with services provided in primary care. Health 
assessments are generally implemented in primary care, by a primary care provider, a GP or nurse. 
Research suggests many GPs have found it challenging to provide high-quality healthcare to people 
with ID, and they felt as though they had received insufficient training in behavioural or psychiatric 
issues, complex medical problems, preventive and primary care, and in communicating with people 
with ID (Kerr et al., 1996; Lakhani & Bates, 1999; Lennox et al., 1997; Lennox et al., 1997; Ziviani 
et al., 2004). Using health assessments can strengthen primary care and assist primary care 
providers to deliver high-quality healthcare for people with ID. Health assessments can improve 
primary care by (i) increasing the total number health actions i.e. vaccinations, vision tests, lifestyle 
recommendations, being completed within primary care, and (ii) strengthening administrative 
practises, through enhanced documentation and recording in primary care.  
 
As more health assessments are performed, this should improve overall primary care and increase 
disease prevention and health promotion activity in people with ID. Health assessment booklets 
generally contain information regarding commonly missed comorbidities experienced by people 
with ID, and after the GP has completed several health assessments, it can be expected that this will 
improve GPs knowledge of these conditions in this population. Furthermore, research supports 
improving primary care as a way to improve general population health and reduce rates of 
hospitalisations (Starfield, 1994, 2012; Starfield, Gervas, & Mangin, 2012; van den Berga et al., 
2015). This may mean that people with ID are less likely to present to the emergency department 
and be hospitalised for common conditions, as GPs may have a greater awareness of these potential 
conditions, and these conditions can be identified, treated and managed through use of a health 
assessments in primary care. A high dependency on hospital care impacts on life expectancy and 
also quality of life (Beange, 1996; Lunsky, et al ., 2014; Victorian Government., 2012). High 
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hospital use also increases nationwide health costs (Australian Bureau of Statistics., 2010). High-
quality healthcare, which can be provided through primary care, would reduce stress on individuals 
using the health system and also on services within the health system, including the financial strain 
caused by over-use of hospitals (Starfield, 1994, 2012; Starfield, Gervas, & Mangin, 2012). 
 
When properly implemented, health assessments provide an opportunity to strengthen primary care, 
which is suggested to improve healthcare and health outcomes, and may also influence general use 
of health system (i.e., hospitalisation rates and health costs). 
 
5.3.4 Australian implications - System level changes  
The Australian Government, through the National Disability Strategy (NDS), has recently reviewed 
the Australian disability sector and compared it to systems and outcomes in other countries 
(Productivity Commission, 2011; Queensland Department of Communities Disability and 
Community Care Services, 2011). Official reports indicate the Australian system is inefficient, 
unfair and fragmented (Productivity Commission, 2011; Queensland Department of Communities 
Disability and Community Care Services, 2011). Reports demonstrate other OECD countries have a 
stronger disability system and they invest more in disability related expenditure compared to 
Australia (OECD, 2010). As a result of these reports, widespread changes on multiple levels are 
being considered in order to better support Australians with disability. Changes will be 
implemented in national policy, services, and resources and funding over the next decade, within 
the health and disability system.  
 
A ‘National Disability Insurance Scheme’ (NDIS) is currently being implemented throughout 
Australia, and is expected to support 460,000 Australians with disability (including Australians with 
ID) by 2020, at a gross cost of $10.8 billion annually (Disability Investment Group, 2009). Changes 
to services, resources and the care of people with ID will be rolled out progressively across the 
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nation, with one key goal to focus on the health and healthcare of this population. The health and 
disability system will still function independently; however, the evaluation of these systems and 
implementation of the NDIS will undoubtedly influence the care of people with ID. This provides 
an opportunity to review and improve the care and outcomes experienced by Australians with ID. 
This thesis is largely aligned with Australian government goals, and hence proposals and 
recommendations, albeit in some instances with a narrower focus (i.e., health assessments). 
This thesis, completed from an Australian perspective, investigated primary healthcare 
interventions, which aim to increase health actions in people with ID. The timing of this thesis is of 
particular importance in Australia as these thesis aims are compatible with current Australian 
priorities, policy agendas and directions. The research, findings and recommendations contained in 
this thesis complement official government reports, which aim to improve the care of people with 
disability and ID (Productivity Commission, 2011; Queensland Department of Communities 
Disability and Community Care Services, 2011). This study identified health assessments as an 
effective intervention to increase health actions and improve documentation and recording in 
Australians with ID (Byrne et al., 2014; Byrne et al., 2015). Results and recommendations from this 
thesis, when appropriately disseminated, translated and incorporated into practice, or a ‘real-world’ 
setting, are suspected to result in many of the changes that are needed according to official 
Australian reports.  
 
The benefits of health assessments have been described throughout this thesis. Health assessments 
can be seen as an easily implemented, early intervention that encourages health promotion and 
disease prevention. With the evaluation and improvement of both the Australian health and 
disability system, changes will be made to optimize outcomes balanced with addressing 
expenditure. Australians with ID are overrepresented in emergency departments and they often have 
unmet heath needs that could easily be identified, treated or managed by high-quality primary care 
(Balogh et al., 2010; Victorian Government., 2012). This impacts on the person’s quality of life and 
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is a financial burden on the Australian health system (Victorian Government., 2012). Health 
assessments for people with ID increase total number of health actions and therefore identification 
of unmet needs, and they also improve documentation and recording in primary care. Health 
assessments for people with ID have been shown to benefit individual users, and they are expected 
to benefit Australia as a nation, as they allow for primary healthcare ideals to be targeted, primary 
care to be strengthened, and their use should decrease reliance on hospitals for conditions that could 
be detected, treated and managed in primary care. Improving documentation and recording is also 
useful for information transfer between health care providers (GPs and specialists) and in the 
compilation and maintenance of a comprehensive health history. This would result in better 
coordination of care, and more efficient use of time, thus also being administratively and financially 
desirable for the nation. Investing more nationwide funding in health promotion and disease 
prevention, i.e., health assessments, whether through the disability system, e.g., NDIS, or 
elsewhere, is expected to shift costs from hospitals and ‘curative approaches’. This will improve 
individual and population-wide health outcomes, and economic trajectories.  
 
This thesis recommends changes on multiple levels, which are compatible with crucial components 
suggested to strengthen population-wide health according to the literature (see Healy et al., 2006; 
Moodie, 2000). General and specific recommendations were made to increase health assessment 
uptake, and improve health and healthcare of people with ID, in Australia. Top-down systemic 
change e.g., changes to the health and disability system, national and state policy, and government 
support and funding, are expected to have the widest reach on population level outcomes and can 
target primary healthcare ideals. Bottom-up changes, for example improving nationwide health 
education and training are also strongly advised, and when caregivers and primary care providers 
are targeted, this will further strengthen care, including primary care. A partnership approach, 
consisting of mobilising the community and strengthening relationships between sectors, 
organisations and services is further needed to improve the coordination and care of this population. 
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Health assessments, for example the CHAP, have already achieved the support of the Australian 
government through Medicare subsidy within the health system, and the CHAP itself is available 
through disability system websites (disability service initiatives). As the health and disability 
systems continue to evolve, health assessments should be better incorporated into both systems. 
Appropriate planning and investing in big-scale changes, e.g., upgrading the health and disability 
system, provides the optimal avenue to disseminate these thesis findings in order to target the health 
needs of people with ID. Systemic change, and the embedding of health assessments within these 
system, will promote health assessments through this top-down method. First and foremost, 
awareness of, the availability of and accessibility of health assessments (i.e., the CHAP, or health 
assessment proformas) should be prioritised. Improvements in health assessment uptake can only be 
seen in those aware of, and able to access a health assessment. Making health assessments and 
information on health assessments more widely available, including offering education and training 
on these interventions, needs to be prioritised, in order to improve population-wide health and 
healthcare of people with ID. This can be targeted through both the health and disability system, 
and would ideally come in the form of free to access information, which is presented in an 
accessible and understandable way. 
 
Improving health outcomes and healthcare for people with ID are currently being prioritized in 
Australia. Several of the goals and target outcomes desired by the Australian government appear to 
be achievable through use of health assessments in people with ID.  
 
5.3.5 Queensland (Government) 
The CHAP is widely available to people with ID in the State of Queensland, specifically 
Queenslanders with ID in a delivered or funded service. Health assessment proformas can be 
accessed nationwide; however, a lack of awareness and education regarding these may hinder use. 
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The ‘Absolutely everybody: enabling Queenslanders with a disability report’ provides many 
recommendations specific to the health of Queenslanders with disability (Queensland Department 
of Communities Disability and Community Care Services, 2011). One recommendation from this 
report, reiterates the take home message of this thesis, which is to promote health assessment uptake 
in Australians with ID:  
“Promote the use of the Comprehensive Health Assessment Program (CHAP) tool by GPs 
to identify people with a disability that require assistance.” (Queensland Department of 
Communities Disability and Community Care Services, 2011) 
Once again, this highlights that this thesis is aligned with National and State policy directions and 
recommendations, and this further supports the reliability, integrity, and importance of these results 
in todays’ climate. The final study (Chapter four) regarding recommendations to increase health 
assessment uptake, may be particularly informative in assisting policy makers to achieve this 
‘Absolutely everybody: enabling Queenslanders with a disability’ aim.  
The Queensland government has outlined a plan to partner with other State and Territory 
governments, the Australian government (National Disability Strategy), non-government 
organisations, community disability organisations, and Queensland Health and local health and 
hospital networks to implement these recommendations to better support people with disability 
(Queensland Department of Communities Disability and Community Care Services, 2011). It is 
possible that this partnership could see the actualisation of these thesis recommendations. These 
thesis recommendations can inform changes in Queensland, which may be passed on to Australia-
wide changes, which may improve health assessment uptake (the CHAP or the health assessment 
proforma) on a State and National level. 
 
5.4 Individuals and users of health assessments 
Societies and systems are now prioritising improving the lives of people with ID. System-wide, top 
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down changes are necessary; however, in order to truly implement these big-scale changes and 
improve health assessment uptake for people with ID, the users of this intervention need to be 
involved. Three people are generally involved in a health assessment for someone with ID, the 
person with ID, a caregiver and a primary care provider (a ‘healthcare triad). Whilst big-picture top 
down changes are required, a focus on each person with ID is necessary. Each health assessment 
consultation should be tailored to the specific needs of that individual with ID. Having a consistent 
healthcare team, i.e., a set ‘healthcare triad’ with a consistent caregiver and healthcare provider is 
strongly advised. This healthcare team will establish effective work techniques and will be able to 
develop a good understanding of the person with ID, their baseline behaviour and communication 
style, and therefore be more equip to monitor and improve their health and healthcare. The focus 
needs to on the individual. Individualised health assessment reminders or call-back letters are also 
one way to directly target and inform health assessment users. In line with the recommendations 
made in Chapter 4, improving accessibility, availability and awareness of health assessments is 
crucial. Information should be made freely available through multiple platforms; specifically 
targeting the three healthcare triad members, including easy English information placed in 
community areas that people with ID frequent. Health education for all users is important, and this 
should include general education and training on health, healthcare and communication regarding 
people with ID, as well as health assessment specific education and training.  
 
Regardless of idealistic goals, given the nature of ID, many people with ID will still need a great 
deal of support and in some case a caregiver or guardian will always be required to make health 
decisions, choices and consent on their behalf. This means people with ID still risk being faced with 
a lack of choice, marginalisation and disadvantage. Awareness around these topics is improving and 
strategies, methods and techniques to maximise the involvement of people with ID continue to be 
investigated. All the same, research, changes and advocacy need to continue, in an aim to improve 
the support, care, and health of people with ID. Improving the general care, healthcare, and health 
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of people with ID, through (i) use health assessments, (ii) embodiment of primary healthcare ideals, 
and (iii) addressing the determinants of health and inequities, need to remain central to the care of 
this population. Improved systems, services, and practices provide the ideal platform to provide 
high-quality care; however, healthcare practitioners and caregivers also need to be targeted, to 
ensure the provision of bottom up high-quality care to the specific person with ID, and their 
individual characteristic, strengths, wants, and needs. 
 
5.5 General health assessments 
Overall, health assessments have been proposed as a method to increase health actions across a 
spectrum of vulnerable populations, including people with ID, refugees, older adults, people with 
chronic conditions and Aboriginal and Torres Strait Islanders. Unfortunately, universal uptake of all 
health assessments, across the globe and across populations, remains low. The fact that subsided 
interventions, targeted to increase health actions in these populations, still have low uptake, is likely 
to be further indicative of barriers and systemic neglect. Recommendations to improve health 
assessment use in people with ID may inform uptake of other health assessments in other 
populations, and vice versa. More research regarding the healthcare of, and health assessment use in 
vulnerable populations is recommended.  
 
Continually updating and strengthening the health assessment intervention itself would also assist. 
Heath assessments need to contain up-to-date health recommendations, for example the most 
current recommended vaccination schedules. Health assessments should also map onto primary 
healthcare ideals, including looking at the determinants of health and inequities. Health assessments 
are particularly ‘clinically’ and ‘health’ focused, but a more holistic view could be employed and a 
section on general life supports may also improve outcomes, including health outcomes. This could 
include, reviewing (i) accommodation, (ii) social networks, (iii) activities (what they do verse what 
they want to do), (iv) disability support and services offered, desired and used, (v) financial status 
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(income verses expenditure), (vi) daily assistance (paid or family, and hours per week), (vii) 
mobility, (viii) general lifestyle and environmental factors, and even (ix) attitudes and beliefs. Such 
an addition would allow for special mention of general challenges and inequities, and areas of their 
lives that need monitoring and change to contribute to improve overall health. A more holistic view 
would be more congruent with primary health care ideals, further encompassing social determinants 
of health. 
 
5.6 Directions for future research 
Multiple studies suggest prompting health assessment use in people with ID, to improve their health 
and healthcare. To date, no studies have looked specifically at psychometric principals, including 
reliability or validity of health assessments. The fact that numerous studies have resulted in similar 
outcomes (as further verified by the systematic review with meta-analysis) suggests health 
assessments have a high degree of reliability. The face validity of health assessments is high, 
meaning the health assessment appears to make sense and be effective, in terms of its aims. Further 
research could comprehensively explore validity and reliability to further support health 
assessments as a useful intervention, not just in people with ID, but also in marginal populations in 
general. 
 
Health assessments may also have other mechanisms of action and little or no research has explored 
these. It would be useful to investigate how health assessments work, to (i) promote regular check-
ups or consultations, (ii) act as a medical checklist, (iii) provide a platform or base on which to 
compile a health history and share medical information, and (iv) mediate communication, power 
imbalances and generally empower users. From design and application of these interventions, it 
seems reasonable to believe that there are multiple effects resulting from a health assessment and it 
would be worthwhile exploring these to better understand health assessments, and their use. To 
further understand health assessment use, and build on the second study, it is recommended that a 
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similar study be undertaken using other health assessments, and not just the CHAP. It is reasonable 
to believe that the same results would be evident if other health assessment studies were analysed in 
a similar manner (i.e., Cardiff Health Check or the C21st Health Check). This would be worthwhile 
investigating, as this suggest all health assessment research using data from GPs notes, is 
underrepresentation of the true results, and this is informative on a worldwide platform.   
The effectiveness of health assessments has been indicated by increases in number of health actions, 
and improved documentation and recording. It would be interesting to explore long-term health 
outcomes that result from health assessments. It can be suggested that identifying unmet health 
needs and increasing the number of health actions, would most likely lie on the path to improved 
long-term health, although current research cannot conclusively state this. The link between 
increased health actions and improved long-term health status should be analysed. For example, 
does increasing BP measurement, which may mean identification of hypertension, which may result 
in treatment, medication and lifestyle change, affect morality? No evaluation has explored changes 
to patterns of health service use beyond primary care. Do health assessments impact on the use of 
secondary care or tertiary services, or reduce hospitalisation rates in people with ID? Or bigger 
picture again, can health assessments ameliorate some of the health inequities or influence 
determinants of health experienced by people with ID. Can health assessments impact on quality of 
life? These associations are often challenging to uncover, especially given the nature of this 
populations, where minimal research has been conducted, and often with small sample size and 
hence less power; however, it would be useful to inform policy makers, researchers and health care 
practitioners of overall improvements in health status. Whilst health assessments have never been 
deemed to be harmful, exploring invasiveness, over-diagnosis, and the stress and anxiety cause by 
procedures, and through identifying and labeling conditions should be explored, to ensure the 
benefits well out-way the risks.  
 
This thesis offers findings and recommendations regarding the uptake of health assessments in 
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people with ID, and also in other vulnerable populations in Australia. These represent areas in 
which very little research has been conducted. Research to reduce barriers and improve uptake of 
health assessment interventions broadly may also be informative in other marginalised populations 
that use health assessments. Health assessments tend to be similar across groups; uptake tends to be 
universally low, and there is a general paucity of information available. Any information regarding 
interventions to reduce health inequities and improve healthcare for people with ID, or any 
vulnerable population, may be generally useful to inform governments, decision makers, policy 
makers, stakeholders, researchers, health practitioners and caregivers and marginalised populations.  
 
As previously suggested, to ensure the health assessment itself is user friendly and assimilates in 
this digital world, the health assessment should be modernised, and an electronic-copy should be 
made available to be completed online, and in parallel with current GP software and tools. The 
health assessment itself could also be further extended to be more holistic and more closely aligned 
with primary healthcare ideals, i.e. investigate available supports, activities, lifestyle and 
environmental factors, and high-quality research is required to inform which additional sectors 
would be easy and most useful to measure, target and monitor.  
 
Qualitative research should be done with all users groups. This could further explore health 
assessments, perceived ease of use, efficacy, pros and cons, and recommendations from a user’s 
perspective. Including people with ID in medical research poses many challenges, both ethical and 
methodological, often resulting in them being excluded from important research (Carlson, 2013). 
This has meant people with ID have often had little or no say in interventions targeted towards 
them. Many individuals with ID are strong advocates and more than capable of being involved in 
research and providing feedback (Carlson, 2013). Including people with ID in research is a vital 
step in improving their outcomes. Using new technologies and conceptual frameworks, as well as 
teaching people with ID about giving feedback has been recommended in research in this 
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population (Copeland, Luckasson, & Shauger, 2014). Researchers and policy makers need to 
continue to advocate on their behalf to encourage the involvement of people with ID in ID specific 
changes and interventions, to continue to change their health and healthcare for the better. In 
general, people with ID represent a silent group of voters, with little or no power. When done 
sensitively and appropriately, focus groups and/or interviews with people with ID and their 
caregivers would yield invaluable data.  
 
Due to the nature of ID, many people with severe ID are still dependant on caregivers to make 
choices for them, and to act and give feedback on their behalf. Many of these caregivers, especially 
family members of people with ID, have been long involved in health advocacy for this population, 
and are drive, passionate and knowledgeable in this field (Brolan et al., 2012). Disability advocacy 
groups, often run by friends, family and passionate caregivers, continue to push for their rights, 
including better access to high-quality healthcare; however, people with ID still face multiple 
barriers and inequities. Qualitative research with caregivers would also provide useful insight into 
the evolving healthcare and care of people with ID. It is also critical to undertake research with the 
health care providers of this population. This group of users are heavily involved in health 
assessments, and their insight, particularly regarding health provider barriers to health assessments 
is necessary to ensure improved uptake. GPs are often faced much to do, in little time. Previous 
literature has found that GPs will engage in research in this field, and the large majority of GPs 
approached did respond when asked about health assessments for people with ID (Lennox, et. al., 
1997). This research is a bit older, and this topic should be further pursued.  
 
With systemic changes, as the disability and health system evolve, a monitoring and evaluation 
system should be established and people with ID, caregivers and health practitioners should be 
invited to provide insight and feedback, and engage in these changes to ensure the desired outcomes 
are reached. This would ensure up-to-date policy-relevant research as these changes are 
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implemented and to ensure target outcomes are met, e.g. that these changes do in fact make the 
CHAP more accessible and available to a broader range of people, and that uptake is increased. 
 
It needs to be mentioned, that research in this field has only taken traction in the last few decades, 
and it needs to keep expanding and gaining momentum. Exploring barriers and enablers to health 
assessments in the UK and any other countries, whether this is qualitative or review style research 
may be informative to inform of use and uptake of heath assessments in general. This may identify 
effective strategies within other countries and system, which could be employed internationally. 
Thus far, changes have been in a positive direction, and any research to raise awareness of the needs 
of this population, to reduce inequities, and give them a voice is a further step in the right direction.  
 
5.6 Conclusions 
Improving the health status, health outcomes and healthcare of people with ID is an ethical 
imperative, underpinned by basic human rights. Inefficient use of health and disability services also 
places an increasing demand on these, thus placing a further resource and economic burden on the 
country. Improvements in the health and healthcare for people with ID, are thus not only crucial for 
quality of life, but may also improve national expenditure. The last few decades have seen increases 
in research, advocacy and pledges to change the care and outcomes of people with ID, including the 
development of the CRPD and its’ ratification of this by many countries, European Union wide 
initiatives, e.g., the Pomona project, and changes to government agendas and priorities. The 
research in this thesis is particularly pertinent now, in light of shifts in Australian policy towards 
optimising disability services and improving outcomes. We are now presented with a unique 
opportunity to implement big-scale, top down and bottom up, changes to improve health outcomes 
and healthcare of people with ID. 
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The Australian government, State and Territory governments and leading organisations across the 
health and disability sector are committed to transforming the care of and outcomes experienced by 
people with disability. This thesis investigated health interventions, which increase health actions, 
and thus ideally health outcomes in people ID. Due to the efficacy of one particular intervention, the 
focus shifted to health assessments, and they were seen to increase health actions and 
documentation and recording in this population (Byrne et al., 2014; Byrne et al., 2015). The next 
priority is to increase real-world uptake of health assessments, to address the health needs of this 
population. As the Australian health and disability sectors evolve, aligned with recommendations 
made in this thesis as well as those made in government reports, healthcare and health assessments 
should be prioritised and made more widely available for people with ID. This thesis recommends 
changes on multiple levels, which are compatible with crucial components suggested to strengthen 
health practises and population health according to the literature (see Healy et al., 2006; Moodie, 
2000). Results and recommendations from this thesis, when appropriately disseminated, translated 
and incorporated into practice, or a ‘real-world’ setting are suspected to result in the changes that 
are needed according to official Australian reports. System level changes will have the greatest 
reach and by incorporating health assessments into the health and disability systems, widespread 
uptake should improve. General health education and training regarding the needs of people with 
ID, and health assessment use is also advised. It is imperative that these changes are implemented 
and evaluated to ensure they are reaching their target goals, which are to improve healthcare and 
health outcomes for this vulnerable population.  
 
This thesis, alongside of government reports, will be useful to guide these widespread changes and 
improvements regarding the care of people with ID. Although changes are currently being 
implemented, and the health and disability system are being targeted, there is still a long road 
ahead. None-the-less, great improvements have been made post-institutionalisation, and Australia, 
like many developed countries, is committed to further improving the health, healthcare and lives of 
 154 
people with ID. Given the current political and social climate in Australian, the recommendations 
resulting from this thesis are not only feasible, but also map onto current recommendations and 
strategies published by government reports. This provides a great opportunity to translate research 
to practice, and have allow these recommendations to make a difference. At present, this is the best 
current, evidence-based research on this specific topic, and good use needs to be made of these 
results and recommendations. Improvements in the health and healthcare of people with ID are 
crucial on many levels, from a human rights aspect to a national expenditures level. This topic is in 
the spotlight now and this is the time to implement changes, which will make a real difference. 
High-quality research and well-informed recommendations have been presented through this body 
of work, and thus these outcomes and recommendations can be used to inform multi-level 
Australia-wide changes to better advance the health and healthcare of people with ID. 
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Appendix 1. Downs and Black quality assessment tool (1998) 
 
Checklist for measuring study quality 
 
Reporting 
 
1.  Is the hypothesis/aim/objective of the study clearly described? 
yes 1 
no 0 
 
2.  Are the main outcomes to be measured clearly described in the Introduction or Methods section? 
If the main outcomes are first mentioned in the Results section, the question should be answered no. 
 
yes 1 
no 0 
 
3.  Are the characteristics of the patients included in the study clearly described? 
In c o h o r t  s t u d i e s  a n d  trials, i n c l u s i o n  and/or exclusion criteria should be given. In case-
control studies, a case-definition and the source for controls should be given. 
 
yes 1 
no 0 
 
4.  Are the interventions of i n t e r e s t  clearly d e s c r i b e d ? 
Treatments and placebo (where relevant) that are to be compared should be clearly described. 
 
yes 1 
no 0 
 
5.  Are the distributions of principal confounders in each group of subjects to be compared clearly described? 
A list of principal confounders is provided. 
 
yes 2 
partiall
y 
1 
no 0 
 
6.  Are the main findings of the study clearly described?  
Simple outcome data (including denominators and numerators) should be reported for all major 
findings so that the reader can check the major analyses and conclusions. (This question does not 
cover statistical tests which are considered below). 
 
yes 1 
no 0 
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7.  Does the study provide estimates of the random variability i n  the data for the main outcomes?  
In non-normally distributed data the inter-quartile range of results should be reported. In normally 
distributed data the standard error, standard deviation or confidence intervals should be reported. If 
the distribution of the data is not described, it must be assumed that the estimates used were 
appropriate and the question should be answered yes. 
 
yes 1 
no 0 
 
8.  Have all important adverse events that may be a consequence of the intervention been reported?  
This should be answered yes if the study demonstrates that there was a comprehensive attempt to 
measure adverse events. (A list of possible adverse events is provided). 
 
yes 1 
no 0 
 
9.  Have the characteristics of patients lost to follow-up been described? 
This should be answered yes where there were no losses to follow-up or where losses to follow-up 
were so small that findings would be unaffected by their inclusion. This should be answered no, 
where a study does not report the number of patients lost to follow-up. 
 
yes 1 
no 0 
 
10.  Have actual probability values been reported (e.g. 0.035 rather than <0.05) for the main outcomes 
except where the probability value is less than 0.001? 
 
yes 1 
no 0 
 
External validity 
All the following criteria attempt to address the representativeness of the findings of the study and 
whether they may be generalised to the population from which the study subjects were derived. 
 
11.  Were the subjects asked to participate in the study representative of the entire population from which they 
were recruited? 
The study must identify the source population for patients and describe how the patients were 
selected. Patients would be representative if they comprised the entire source population, an 
unselected sample of consecutive patients, or a random sample. Random sampling is only feasible 
where a list of all members of the relevant population exists. Where a study does not report the 
proportion of the source population from which the patients are derived, the question should be 
answered as unable to determine. 
 
yes 1 
no 0 
unable to 
determine 
0 
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12.  Were those subjects who were prepared to participate representative of the entire population from which 
they were recruited? 
The proportion of those asked who agreed should be   stated. Validation that the sample was 
representative would include demonstrating that the distribution of the main confounding factors was 
the same in the study sample and the source population. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
13.  Were the staff, places, and facilities where the patients were treated, representative of the treatment the 
majority of patients receive? 
For the question to be answered yes the study should demonstrate that the intervention was 
representative of that in use in the source population. The question should be answered no if, for 
example, the intervention was undertaken in a specialist centre unrepresentative of the hospitals most 
of the source population would attend. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
Internal validity - bias 
14.  Was an attempt made to blind study subjects to the intervention they have received? 
For studies where the patients would have no way of knowing which intervention they received, this 
should be answered yes. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
15.  Was an attempt made to blind those measuring the main outcomes of the intervention? 
 
yes 1 
no 0 
unable to 
determine 
0 
 
16.  If any of the results of the study were based on “data dredging”, was this made clear? 
Any analyses that had not been planned at the outset of the study should be clearly indicated. If no 
retrospective unplanned subgroup analyses were reported, then answer yes. 
 
yes 1 
no 0 
unable to 
determine 
0 
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17.  In trials and cohort studies, do the analyses adjust for different lengths of follow-up of patients, or in 
case-control studies, is the time period between the intervention and outcome the same for cases and controls? 
Where follow-up was the same for all study patients the answer should yes. If different lengths of 
follow-up were adjusted for by, for example, survival analysis the answer should be yes. Studies 
where differences in follow-up are ignored should be answered no. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
18.  Were the statistical tests used to assess the main outcomes appropriate? 
The statistical techniques used must be appropriate to the data. For example non-parametric 
methods should be used for small sample sizes.Where little statistical analysis has been undertaken 
but where there is no evidence of bias, the question should be answered yes. If the distribution of the 
data (normal or not) is not described it must be assumed that the estimates used were appropriate and 
the question should be answered yes. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
19.  Was compliance with the intervention/s reliable? 
Where there was non-compliance with the allocated treatment or where there was contamination of 
one group, the question should be answered no. For studies where the effect of any misclassification 
was likely to bias any association to the null, the question should be answered yes. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
20.  Were the main outcome measures used accurate (valid and reliable)? 
For studies where the outcome measures are clearly described, the question should be answered yes. 
For studies which refer to other w o r k  or that demonstrates the outcome measures are accurate, the 
question should be answered as yes. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
Internal validity - confounding (selection bias) 
21. Were the patients in different intervention groups (trials and cohort studies) or were the cases and 
controls    (case-control studies) recruited from the same population?  
For example, patients for all comparison groups should be selected from the same hospital. The 
question should be answered unable to determine for cohort and case-control studies where there is 
no information concerning the source of patients included in the study. 
 
yes 1 
no 0 
unable to 
determine 
0 
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22. Were study subjects in different intervention groups (trials and cohort studies)  or were the cases  and   
controls   (case-control studies) recruited over the same period of time? 
For a study which does not specify the time period over which patients were recruited, the question 
should be answered as unable to determine. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
23.  Were study subjects randomised to intervention groups? 
Studies which state that subjects were randomised should be answered yes except where method of 
randomisation would not ensure random allocation. For example alternate allocation would score 
no because it is predictable. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
24.  Was the randomised intervention assignment concealed from both patients and health care staff until 
recruitment was complete and irrevocable? 
All non-randomised s tudies  should  be answered no. If assignment was concealed from patients but 
not from staff, it should be answered no. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
25. Was there adequate adjustment for confounding in the analyses from which the main findings were drawn? 
This question should be answered no for trials if: the main conclusions of the study were based on 
analyses of treatment rather than intention to treat; the distribution of known confounders in the 
different treatment groups was not described; or the distribution of known confounders differed 
between the treatment groups but was not taken into account in the analyses. In non- randomised 
studies if the effect of the main confounders was not investigated or confounding was demonstrated 
but no adjustment was made in the final analyses the question should be answered as no. 
 
yes 1 
no 0 
unable to 
determine 
0 
 
26.  Were losses of patients to follow-up taken into account? 
If the numbers of patients lost to follow-up are not reported, the question should be answered as 
unable to determine. If the proportion lost to follow-up was too small to affect the main findings, 
the question should be answered yes. 
 
yes 1 
no 0 
unable to 
determine 
0 
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Power 
27.  Did the study have sufficient power to detect a clinically important effect where the probability value for a 
difference being due to chance is less than 5%? 
Sample s izes  h a v e  been calculated to detect a difference of x% and y%.  
 
 
 
 
 
  
 Size of smallest 
intervention group 
 
A <n1 0 
B n1–n2 1 
C n3–n4 2 
D n5–n6 3 
E n7–n8 4 
F n + 5 
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Appendix 2. General health assessment components  
 
Health assessments seem to have similar components, across different marginalised populations and 
different countries. A health assessment consists of an assessment of the patient’s health, including 
physical, psychological and social wellbeing. A health assessment is designed to increase health 
promotion, preventive healthcare and health education. It is an intervention that should be offered to 
the patients in need, to improve their health and wellbeing and is designed to complement existing 
services already provided by a range of healthcare providers. Health assessments are usually 
completed within primary care, by a primary care GP or nurse, or both. 
 
 
Many marginalise populations are eligible for a health assessment, including,  
 People with chronic conditions or those at risk of developing chronic disease, 
 People aged 75 years and older, 
 People with ID, 
 Refugees and other humanitarian entrants, 
 Aboriginal and Torres Strait Islander people, 
 Australian Defence Force personal. 
 
Components of health assessments generally include:  
(i) information collection, including family history and patient history,  
(ii) examinations and investigations as clinically required,  
(iii) making an overall assessment of the patient’s health based on several key areas, not limited 
to physical health (see specific components below),  
(iv) recommending and initiating interventions and referrals as clinically indicated,  
 186 
(v) providing advice and information, including strategies to achieve lifestyle and behaviour 
changes, and  
(vi) keeping a record of the health assessment, and offering the patient a written report about the 
health assessment, with recommendations about matters covered by the health assessment (if 
the primary care provider considers it appropriate and the patient agrees, a copy of the report 
or extracts of the report can also be given to the caregiver) (Australian Government, 2013). 
 
Specific components generally include:  
 measurement of the patient’s blood pressure, pulse rate, cholesterol, glucose metabolism, 
weight,  
 a medications review,  
 an assessment of the patient’s immunisation status (should include influenza, tetanus and 
pneumococcus),  
 an assessment of the patient’s physical function, including participation in activities, 
 an assessment of lifestyle risk factors, such as smoking, alcohol use, physical inactivity, 
and/or poor nutrition,  
 an assessment of the patient’s psychological function, including cognition and mood, and,  
 an assessment of the patient’s social function, including the availability and adequacy of 
help (paid and unpaid) and whether the patient is responsible for caring for another person. 
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Appendix 3. Template to invite people over 75 years of age to have a health assessment  
 
This template was available online and can be used by medical practices to invite people over 75 
years of age to have a health assessment (75+HA). 
 
 
 
<<Miscellaneous:Practice Letterhead>> 
<<Miscellaneous:Date (long)>> 
 
<<Patient Demographics:Full Name>>  
<<Patient Demographics:Full Address>> 
 
Dear <<Patient Demographics:Greeting>> <<Patient Demographics:Surname>>, 
 
You may not be aware that once you are over 75 you are eligible for a free annual health 
assessment. This is part of the Federal Government's initiatives to improve the health care 
available to older Australians. 
 
As your GP, I would like to offer you this service. There is no cost as it is reimbursed by 
Medicare. You will simply be asked to sign a payment voucher following the completion of the 
assessment.  
 
Our practice nurse plays a significant role in performing this assessment and she will take you 
through the initial stages of the Health Assessment. 
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The Health Assessment is really a detailed look at such things as your general health, including 
sight, hearing, diet, sleep and any medication you might be taking. It also includes any help you 
may be receiving at home (e.g., home help, meals on wheels) your immunisation status; and, if 
you have any problems with shopping, dressing or bathing etc. 
 
The Health Assessment is not compulsory but I believe that it may help us identify any health 
needs you may have. An early intervention will allow you to enjoy better health for longer. 
 
I would encourage you for these reasons to contact the surgery on <<Phone:Number>> to make an 
appointment for the assessment. 
 
If you have any concerns or require further information about this letter please do not hesitate to 
ring the surgery. 
 
Yours sincerely 
 
 
<<Doctor:Name>> 
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Appendix 4. Easy English pamphlet for annual health assessments for 75+ year olds 
 
This is one of several online pamphlets, which can be used to complement the invitation letter 
regarding the 75+HA. This pamphlet outlines the health assessment in easy English and further 
encourages people over 75 years to book an appointment to have the 75+HA. 
 
 
If you are aged 75 years and over, or 55 years and over for Aboriginal and Torres Strait Islanders 
and are living in the community, you are eligible for this free* health assessment. 
 
The assessment is conducted at << Medical Centre>> by one of our Registered Nurses and your 
Doctor, and takes approximately 45 minutes of your time. 
 
 
 
The assessment is made up of a number of questions looking at all areas of your health & well-
being including: 
 diet and nutrition 
 exercise 
 mobility 
 mental health 
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 family & social relationships 
 
During the assessment, we will check: 
 blood pressure 
 pulse 
 height & weight 
 vision 
 perform a urinalysis 
  
Part of the assessment also involves discussing your home environment to assess your living 
arrangements to see if they are safe and if there is any additional help you may need. 
 
Please call reception for more information on <<Phone:Number>>. 
 
 the health assessment is fully bulk billed but any subsequent visits or reviews may be charged 
at the normal consultation rate. 
 
http://www.metropolmedical.com.au/Annual-Health-Assessments-for-75-Year-Olds/ 
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Appendix 5. General health assessment proforma  
 
The Australian Department of Health provides downloadable health assessment proformas to be 
used in marginalised populations. Here is an example of one of the online health assessment 
proformas, there are generally analogous across population groups. This template can be used by 
the healthcare practitioner, patient, and caregiver where required, and it includes the health 
assessment components listed in Appendix 2. 
 
 
 
Use of a specific form to record the results of the health assessment is not mandatory but the health 
assessment should cover the matters listed in the Explanatory Notes for the health assessment found 
at www.health.gov.au/mbsonline.  
Patient’s Name .................................................. Aboriginal Torres Strait Islander 
Work status .....................................................  
Current contact details  
Address .......................................................... Phone ............................................................  
Male Female   DOB: / / or Age:   Aboriginal and Torres Strait Islander  
Alternative contact details ................................... Address .......................................................... 
Phone ............................................................  
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Consent given for information to be collected by:  
Aboriginal and Torres Strait Islander health practitioner  
Practice nurse 
Other suitably qualified health professional  
Date of last health assessment (if known) Date: / / 
Service provided by Dr. .......................................  
Patient Consent  
Explanation of health check given Yes  
Consent for health check given Yes  
Date consent was given:  
Date: / / 
Previous health assessment  
Has the patient had a previous health assessment? Yes No  
Date: / / 
PATIENT’S OVERALL HEALTH  
................................................................................................................................................ 
................................................................................................................................................ 
................................................................................................................................................  
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RISK FACTORS IDENTIFIED AND DISCUSSED WITH PATIENT  
................................................................................................................................................ 
................................................................................................................................................ 
................................................................................................................................................  
TESTS UNDERTAKEN, RESULTS AND WHAT THEY MEAN (some results may not be 
available)  
TEST  AVAILABLE RESULTS AND WHAT THEY MEAN  
  
  
  
  
  
STRATEGY FOR GOOD HEALTH: REQUIRED TREATMENT/SERVICES/HEALTH ADVICE  
ACTION TO BE TAKEN BY PATIENT  
................................................................................................................................................ 
................................................................................................................................................ 
................................................................................................................................................  
TREATMENT  HEALTH ADVICE  HEALTH SERVICES NEEDED  
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Next appointment with doctor: 
Next Health Assessment: 
GP: Dr. ..............................................  
MEDICAL HISTORY  
FAMILY RELATIONSHIP 
Does the patient care for someone else? No Yes  
Is the patient cared for by someone else? No Yes  
Date: / / 
GP’s signature ...................................  
CURRENT ISSUES and MEDICAL EXAMINATION  
CURRENT RISK FACTORS  
ALLERGIES/DRUG INTOLERANCE 
................................................................................................................................................ 
................................................................................................................................................ 
................................................................................................................................................ 
CURRENT MEDICATIONS 
(including prescription and over the counter and supplied by a doctor without prescription) 
................................................................................................................................................ 
................................................................................................................................................ 
................................................................................................................................................  
RELEVENT FAMILY MEDICAL HISTORY 
................................................................................................................................................ 
 195 
................................................................................................................................................ 
................................................................................................................................................  
CONTINENCE  
IDENTIFIED ISSUES  ACTION  
  
  
  
IMMUNISATION STATUS – INFLUENZA, TETANUS AND PNEUMOCOCCUS (referring to 
current age/sex schedule)  
TYPE  DATE  TYPE  DATE  
    
    
    
    
ACTIVITIES OF DAILY LIFE  
IDENTIFIED ISSUES  ACTION  
  
  
  
FALLS IN THE LAST 3 MONTHS 
IDENTIFIED ISSUES  ACTION  
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NUTRITION  
IDENTIFIED ISSUES  ACTION  
  
  
  
ALCOHOL, TOBACCO AND OTHER SUBSTANCE USE  
IDENTIFIED ISSUES  ACTION  
  
  
  
EAR AND HEARING: HEARING LOSS : Otoscopy  
IDENTIFIED ISSUES  ACTION  
  
  
  
VISUAL ACUITY (ask about clarity and comfort of vision at distance and near)  
IDENTIFIED ISSUES  ACTION  
  
  
COGNITION  
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IDENTIFIED ISSUES  ACTION  
  
  
  
MOOD  
IDENTIFIED ISSUES  ACTION  
  
  
  
AVAILABILITY OF HELP  
IDENTIFIED ISSUES  ACTION  
  
  
  
CARING FOR ANOTHER PERSON  
IDENTIFIED ISSUES  ACTION  
  
  
GUMS AND DENTITION: Normal  
IDENTIFIED ISSUES  ACTION  
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SKIN  
IDENTIFIED ISSUES  ACTION  
  
  
URINALYSIS  
IDENTIFIED ISSUES  ACTION  
  
  
  
ENVIRONMENTAL AND LIVING CONDITIONS  
IDENTIFIED ISSUES  ACTION  
  
  
  
BLOOD PRESSURE: .....................  
PULSE RATE AND RHYTHM: Normal Abnormal  
WEIGHT: .........  HEIGHT: .........  
BMI: ......... Weight circumference (if indicated): .........  
IDENTIFIED ISSUES  ACTION  
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Whisper test (if indicated)  
IDENTIFIED ISSUES  ACTION  
  
  
  
TRICHIASIS (Note: Examine those people who have grown up in remote communities or have a 
history of ‘sore or watery eye’)  
IDENTIFIED ISSUES  ACTION  
  
  
  
OTHER EXAMINATIONS CONSIDERED NECESSARY BY GP  
EXAMINATION  IDENTIFIED PROBLEMS  ACTION  
  
 
   
   
INVESTIGATIONS AS REQUIRED  
INVESTIGATION Fasting blood sugar  
Lipids  
Pap Smear  
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STI  
Mammography  
Optometry  
TESTS DONE          Date /__/_ 
TESTS ORDERED          Date /__/_  
ARRANGEMENTS(eg referral details)       Date /__/_ 
Other:..........................................................................................................................................  
.................................................................................................................................................  
ASSESSMENT OF PATIENT  
(based on consideration of evidence from patient history, examination and results of any 
investigation)  
INTERVENTION ACTION  
HEALTH ADVICE PROVIDED TO PATIENT 
................................................................................................................................................ 
................................................................................................................................................  
OTHER ACTION (if any) 
................................................................................................................................................ 
................................................................................................................................................  
For information on this MBS item and its Explanatory Notes, 
Visit the Department of Health website at www.health.gov.au/mbsonline  
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EXISTING HEALTH ISSUES  IDENTIFIED RISK FACTORS  
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Appendix 6. Health assessment proforma for people with ID 
 
This is the health assessment proforma available through the Department of Health website 
(Australian Government). This health assessment is similar to other health assessment proformas 
for other marginalised populations, and the CHAP and other international health assessments for 
people with ID. This health assessment proforma is available to anybody online, whereas the CHAP 
is exclusively available to Queensland service providers who provide a delivered or funded 
disability service to an adult with ID, or the Endeavour Foundation (Queensland Department of 
Communities Disability and Community Care Services., 2015).  
 
 
 
 
Medicare Health Assessment for people with an intellectual disability 
Proforma 
Use of a specific form to record the results of the health assessment is not mandatory but the health 
assessment should cover the matters listed below.  The first two pages of this form can be used as a 
report of the health assessment. 
This proforma must be read in conjunction with the explanatory notes for MBS Items 701, 703, 705 
and 707. 
Patient details 
Name ……………………………………………………………………………….. 
Address ……………………………………………………………………………….. 
Phone ……………………………………………………………………………….. 
Date of birth …../…../….. Male / Female   
Carer details 
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Name ……………………………………………………………………………….. 
Address ……………………………………………………………………………….. 
Phone ……………………………………………………………………………….. 
Consent 
Explanation of health assessment given to patient and/or carer  
Patient consent for health assessment given on …../…../….. 
Patient consent for information to be collected by nurse …………………… 
 Other health professional  ……………………  
Previous health check 
Has the patient had a previous health assessment Yes / No 
Date of last health assessment …../…../….. 
Service provided by Dr ……………………………………………. 
Patient’s overall health status 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Health issues identified and discussed with patient and/or carer 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Tests undertaken, results and what they mean (some results may not be available) 
Note:  The assessment should not include diagnostic or pathology services unless the health 
assessment detects issues that require clinically relevant diagnostic imaging or pathology services. 
Test       Available results  
………………………………………………… …………………………………………………… 
………………………………………………… …………………………………………………… 
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………………………………………………… …………………………………………………… 
………………………………………………… …………………………………………………… 
………………………………………………… …………………………………………………… 
Recommended intervention action 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Action to be taken by patient and/or carer 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Next appointment with doctor …../…../….. 
Next health assessment …../…../….. 
Name of GP ……………………………………………….. 
Signature  ……………………………………………….. 
Date …../…../…..  
Patient history 
Paediatrician  .....................................…………………….. 
Government provided or funded disability service ………………………..…………………… 
Previous presentations   
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
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…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Family relationships  
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Care arrangements 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Current problems 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Current risk factors 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
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………………………………………………………………………………………………………… 
Allergies/drug intolerance 
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
………………………………………………………………………………………………………… 
Health assessment as relevant to the patient: 
Check dental health (including dentition) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Conduct aural examination (arrange formal audiometry every 5 years) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Assess ocular health (arrange ophthalmologist/optometrist review every 5 years) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
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Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Assess nutritional status and review growth and development 
Weight ………………………………………. Height 
………………………………………… 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Assess bowel and bladder function (particularly for incontinence and chronic constipation) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Assess medications (including ‘non-prescription’ medicines taken by the patient, prescriptions from 
other doctors, medications prescribed but not taken, interactions, side effects and review of 
indications) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
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…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Check immunisation status (refer to the current Australian Standard Vaccination Schedule 
(NHMRC) for appropriate vaccination schedules) 
Influenza Measles 
Tetanus Mumps 
Hepatitis A Rubella (MMR) 
Hepatitis B Pneumococcal 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Check exercise opportunities (aim for at least 30 minutes of moderate exercise per day) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Check and review support provided for activities of daily living 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
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…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Consider the need for breast examination, mammography, Papanicolaou smears, testicular 
examination, lipid measurement and prostate assessment 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Check for dysphagia and gastro-oesophageal disease, especially for patients with cerebral palsy, 
and arrange investigation/treatment as required 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Assess risk factors for osteoporosis and arrange investigation/treatment as required 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
For patients diagnosed with epilepsy, review seizure control (including anticonvulsant drugs) and 
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refer to neurologist as appropriate 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Screen for thyroid disease at least every two years (or yearly for patients with Down syndrome) 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
For patients without a definitive aetiological diagnosis, consider referral to a genetic clinic every 5 
years 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Assess or review treatment for comorbid mental health issues 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
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Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Consider timing of puberty and management of sexual development, sexual activity and 
reproductive health 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Consider any signs of physical, psychological or sexual abuse 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Health assessment as relevant to the patient 
The balance between the patient’s health and physical, psychological and social function domains is 
a matter for professional judgement in relation to each patient.  Practitioners should also consider 
the following: 
Medical  
 Consider follow-up consultations where medical treatment is required (e.g. high blood pressure, 
likelihood or other health problems) 
 Assess pathology if continence problems are evident 
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Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Physical function 
 Consider the health impact of the patient’s general skills levels and daily activities 
 Consider the need for a referral for a formal review of activities of daily living 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Psychological function 
 Consider and  investigate medical/psychiatric causes where problems with cognition and skill 
decline are clinically suspected 
 Consider depression where there is change in weight, sleep habit and escalation of behavioural 
problems 
 Ensure there are systems in place to keep track of the patient’s current behavioural status 
 Consider psychiatric disorders when changes in behaviour are evident 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Social function 
 Assess suitability of the patient’s accommodation setting to provide the best physical and 
psychological outcomes 
 Consider issues that relate to the care provided by the patient’s carer to meet the health related 
needs of the patient 
Action 
…………………………………………………………………………………………………………
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………………………………………………………………………………………………………… 
Other examinations as considered necessary by the GP 
Examination 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Identified issues 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
Involving the patient’s carer or appropriate disability professionals 
 Consider the need for referrals such as accommodation, daily assistance assessment, disability 
support services and psychologists 
Action 
…………………………………………………………………………………………………………
………………………………………………………………………………………………………… 
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Appendix 7. All health assessment proformas and explanatory material  
MBS Items 701, 703, 705 and 707 
The health assessment proformas are available through the Department of Health website 
(Australian Government). These are intended for use by GPs’, to be completed with patients, and 
when required caregivers (using patient details), to record the results of the health assessment. 
 
1. Australian Type 2 Diabetes Risk Assessment (AUSDRISK) Tool 
2. Proforma - Health Assessment for People Aged 45 to 49 years who are at risk of developing 
chronic disease (RTF 1552 KB) 
3. Proforma - Health Assessment for People Aged 45 to 49 years who are at risk of developing 
chronic disease - PDF 68 KB 
4. Proforma - Health assessment for people aged 75 years and older (RTF 3870 KB) 
5. Proforma - Health assessment for people aged 75 years and older - PDF 461 KB 
6. Checklist - Comprehensive Medical Assessment (CMA) for residents of aged care facilities 
- Word 477 KB 
7. Checklist - Comprehensive Medical Assessment (CMA) for residents of aged care facilities 
- PDF 418 KB 
8. Proforma - Comprehensive Medical Asssessment (CMA) for residents of aged care facilities 
- Word 477 KB 
9. Proforma - Comprehensive Medical Asssessment (CMA) for residents of aged care facilities 
- PDF 466 KB  
10. Proforma - Health Assessment for people with an intellectual disability - Word 480 KB 
11. Proforma - Health Assessment for people with an intellectual disability - PDF 159 KB 
12. Proforma - Health Assessment for refugees and other humanitarian entrants (RTF 3758 KB) 
13. Proforma - Health Assessment for refugees and other humanitarian entrants - PDF 480 KB 
14. Aboriginal and Torres Strait Islander Peoples MBS Health Assessment Proformas (MBS 
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Item 715) 
15. Child Health Assessment (0-14) Proforma - PDF 843 KB 
16. Child Health Assessment (0-14) Proforma (RTF 3488 KB) 
17. Adult Health Assessment (15-54) Proforma - PDF 811 KB 
18. Adult Health Assessment (15-54) Proforma (RTF 3492 KB) 
19. Older person (55+) Health Assessment Proforma - PDF 843 KB 
20. Older person (55+) Health Assessment Proforma (RTF 3478 KB) 
 
 
